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Author Eunice Corfman NIM, I-~fb

Not oft,en, but on occaswn, a research pro_-)ect 18 undertaken
on the cuttlng edgo of an_urgent social issue where ‘‘something -
Vmust be done;” even though the. knowledge base is_not yet
‘gecure enough to show clearly what that ‘“something” should
be.- The Stress and Families Project is such an undertaking.
In'iti'a'lly under the dlrectlon of the late Dr. Marcia Guttentag,

this cross-dlsmphnary team of women researchers is now under
the “direction of Dr. Deborah Belle at Harvard’s Graduate
School of Education. - P

_The Stress and FamllleaPrOJect ‘deals with several urgentﬁ
socraL jssues that have kindled passion and reaction over the

iast decade One lS the role of women an- issue formulated

A secqnd is the cultural phenomenon of depressmn character-
ized as “the 70s illness;’ as anxiety was said to belong to the

60s. Related to both is the common but debated finding that far

more women sufferfrom depression than do men. Still a fourth

issue is the. specialized . but tantahzlng one that, like oil and

water research and activism do not mix. And last is the social

reahty of lncreasmg numbers of low-income female parents

who are rearing their children alone and the social issiies _of

what this bodes for them; their children; and society.
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To upprozlch thlb kn’ot of socml 1Ssues requnred a broadly

grarn spaced over several years. Much of the orlglnal scheme
was conceived under the tutelage and with the driving spirit of
Dr: Guttentag With her sudden and unexpected death; her
colleagues task was the ° conversion of grief to an abiding com-
mltment to carry the work to 1ts CODClUSlOD :

research design and also. the relatlon of the colleagues to each

other and to their respondents The term snsterhood" 1S & wan

and still awkward. expression for the close and 1nterdepeadent

collaboration of the extended team of researchers specnahzmg

in‘different aspects of the project. One outcome of the women’s

movement has been to gquestion the necesslty of a hierarchy or

peckmg order for the efficient execution of a large and compli-

cated enterprlse The team does not have one. Moreover; in the .
second’ phase of the research scheme, a Series of intensive inter-
views with a selected number of low-income families; the team
has COnslstently invited their respondents to share in the col-
laboratnon In part this may be women’s movement sisterhood,;
but 1t is also a dellberate functlon of the research objectrve and

desngn of 1ntervent10ns L ] .
- The research scheme nlay be ‘divxded into three phases In
the first- phase a 1 study was undertaken to investigate the. valid-

ity of the®common. understandmg that many more women

suffer from depression than do men and to see why thxs might

be so. One outcome_of this investigation was the finding that

dxsproportronately large numbers of lo -incoinie, single-parent

mother and.low-income married moth rs of- young children
were depressed. Thid led to a second’ phase of the research

scheme; an intensive mvestlgatlon of a small sample 6f these

mothers; using a combination of recently "developed question-

naires; observations; and. open-ended interviews. Thesd were
des1gned to elicit_what_ could be learned - aboit the prtmary

causes of such depression and what intervention strategies

might be likely to succeed: -

&l
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Toward the close of t ;'1*-1 second phase, a Conference was held
at the Aspen Institute for HUﬁiéhiSth/StudleS in Aspen, Colo:
The activist commitment of the project became explicit as the
té'a’m' Hé's'c"ribé'd the 'p'r’o’jé'ct in 'cai'eﬁil det'ziil to invite'd p"a"rtici—

third phase of the research scheme is stxll ahead It has two
parts The first will be a follow-up to the Second phase inten-
sive study, to confirm many of its leads The second w1ll be to
test a selected number of 1ntervent10ns m the lnght of the

ing ways to mltlgate a painful socnal Condntlon, the bondmg to
wotnen who need help:

THE FIRST PHASE

~In the early 70s; one 'c‘onséquén'cé of the rising consciousness
Phyllis Chesler in a book for the general reader, W@glen and
Madness; that in the area of mental health women are blatant-
ly misdiagnosed and' mistreated (1971).:Miuich of the evidence
offered was anecdotal, based on individual interviews, and some
of the statistical data on in- and out:patient populations do not
support the claims made:from them. . _

At about the same time a study_ of GoV ve. and Tudor (1973 p-
823) concluded that “All of the information on persons in psy-
chxatnc treatment 1nd1cates that more women are mentally.
women were becoming mentally 1ll but also in the sense that
more women than men are mentally ill. While the cla1m in the
first sense was statlstlmlly supported the cla1m in the second ‘

ness that excluded dlagnostnc categories such as alcohol’ disor-

Qs
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adol ';'cejiC" in all of whxch men predominate. =~ =
In trith;-not enough was known about the relatxon of wormen

and mental health to be able to-separate fact from mere. asser-".
tion. Hence, the first phase of the study si gled out this prob-
lem asa place to begm A COIIaboratlve stud was conducted by

Health called the Women and Mental Health Servwes project;
and the C(}Dlrectors were Marma Guttentag at Harvard and

prowded by NIMHs vaxsxon of onmetry and Epldemlology
mcluded trend data on sex dxfferences in utxlxzatlon rates and

datﬁm use of community mental health Service facilities. This

was added to the data on use by women and men of State and

county mental hospxtals publlcly supported facxlxtxes and pri-

_vate psychiatric. Areatment, out- and inpatient care in general
yhospltal psychlatrlc units and in private mertadl hospxtals -

_All these sources of statxstlcal data were brought together

and analyzed to see whether there are sex differences in the

use of mental health services and in what categogies of illness

such differences may occur, But this only indicated the data for

. people seeking treatment: It.did not indicate the sex dxfferences

.and prevalence of these ilinesses out in the general population.

The latter would be needed; too, in order to decide what the

* problems were, how large; and then_what mlghtbe done about

them. So to the data analyses of use of services were. added

reviews of the epidemiological literature on_ prevalence and

1n01dence of mental illness; both n%tlonally and Internatxonally

Fmdmgs C . k ; . _

))

Women and Depresszon -
"Women are more hkely to be depressed than men prdemx- .

ological studies show that more women than men shohy symp-

toms of depression, and utilization rates show that wom

a much higher rate of treated depression than do. mem"’i}

women, nonwhltes generally show hlgher rates of me

rates dre in the 2544 age group. Among married women de

,‘\

-9
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no. chlldren or women . whose children are living with them.
Older. women, whose children have left home; do not show such

hlgh mean. depresswn scores. The percentage of women and

men. dragnosed as havmg personallty dlsorders neurosns and

ders (Redlck 1974). These peak for women_)n the|the 25 44 age\
group. Depression is the leading diagnosis for women, except in
State and é'”uiity mental hb’sp'ita'l's; "v’vh’éfé é'chiz'dph'réﬁia is f"rét

show srgm gantly greater numbers of depressed females than
males (We1 man 1975) Nearly alI studles of treated cases of

1975 Pearlln 1975) -

_The rate of depressive disorders seems_to: be 1ncreasmg In
1971 the single diagnostic category with the largest number ¢of
additions was “affective and depressive disorders.” It is the

leadlng dlagnostlc _category for bot}i Whité and n'o'ii'vi)hité

, whelmlngly young Fmales mostly between the ages off 20 and

30 w1th an 1ncrease among marned and separated/dlvorced

have found most of them (about 80 perCent) to be clmlcally
depresséd at the time of the attermpt. The typlcal suicide-at-

tempter tends to be a young woman from_a_lower middlelass

background who has a recent hlstory -of serious mtenpex:sonal

conflict; especxally divorce; sepamtmn, ora. rocky marriage (al-

though the numbers of actual suicides are disproportionately
male). One recent study found that the most depressed women

were .those who were poorly educated, were working at low-

status jobs; and were married; ‘with children at home. Scores

o

~
~
\
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‘1nd1cut(- t()(). thuL Lhe 10wor the zme of the youngest Chlld the

higher the lLkeLIhQOd of. debresmon It is_the young; married;®
working low-income mother’ wha is_most likely to be depresqed

(Radloff 1‘)"10) These fmdmgs are also supported by community

studies in other developed countries. Further; economic hard-
ship; social. 1solatlon zmd parcntfll reqpon‘;lblhtles are life con-
ditions that impinge most sharply on.the single-parent’ family
head; who is nearly always (97 percent of the tlme) a woman
{Pearlin 1975). ‘

These f'mdmgs provxde a clue to soime causes of depressnon
The findings are, however, at odds with hormonal theories that'
place menopausal wornien as partlcularly at risk for depressnon
and thh psychological “empty nest theornes about mothers of

lee c\ondmons, such as,s,mgle parenthood ,l,ow mfcome, 7poo_r

. education, and responsibility for young children. An a'd'djlivge
' stress theory is consistent with several findings. Women with

-is con51stent with the hlgher rates- of mental rllness in black

than white women. The hypothesis of the additive stress theory
is that cumulatnvely, different sources of stress increasingly
put.oneat rlSk for depression. Added stresses become too much
to bear, and if there is no rellef from them; the rlsk of depres-
sion increases.

/
7

There ls a close connectwn between Se-

" and the powerlessness of many women’s
roles:: .

But there isa seCQnd part to Lhe hypothesns The sex dlffer-

ences in rates of depressmn may be related to conditions of

fea
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helpi(’ssncss in rewondmg to stresses: Accordmg to Sehgmnn.
the etiology ot a particular depresslon includes a past history of
learned helplessness which creates qusceptlblllty in the person
(3974). Furthee, a current situation of helplessness is the imme-
diate environmental agent of the depressnon The hypothesis
assumes that the role society teaches many women encourages
them to learn helplessness: to be.passive, niot to be aggressive,
not to seek power but to trust others, to niurtiire others and put

- thelr needs before ones bwn io apprecnate mastery in others

‘whlch may help exﬁl\am the greater prevalence of depressnon

among them:. : )
Recent research (Dohrenwend 1973) has tr1ed to relate stress-
ful life events. to- physlcal and mental. symptoms and in an

vaddntnve way to health problems of all kinds: Examples of

stressful llfe events are d1vorce loss of a spoﬂse lOss of a Job
d1et1ng Epldemlologlc studles show a hlgh correlatlon between
such stresses and mental health symptoms, So still a th1rd part
of the hypothesls 1S that llves of depressed pe0ple may show a

lasting llfe condltlons that -are the subject of the ﬁrst part of

the hypothesis, such as being poor, living alone, and raising
small children. =

There are thus threeaspects of tlus hypothesis: stress of life
condltzons, learned. helplessness;. and stress of life events. Ac-

ccjrdlng to this' socxo—psycholugncal explanatnon of depression; we

should expect to find it among. people. with the highest rates of
stressful life COndlthHS and life events with. which they must

cope, and at the same tlme the fewest actual pOSSIbllltleS for

Achemlcal theories Although learnedheiplessness and the stress

of life condltlons and events may. combine to cause depressnon
bxochemlcal studies of depresslon mdrcate that_there _are bio-
chemical correlates of these states: (Indeed _although this study

does not test for blochermcal correlates of depression, there

may be a feedback system between the biochemicatl and ;isycho-

¢ , .
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gemc aspects of depressxon ) It remains- for the second phase of
the study to begin to investigate the validity éf this hypothesis.

ozher Findings

° gVomen are more lxkely than men to be dlagnosed as neurot—/
ic, and men are more likely than women to be dlagnosed as
havmg alcaghol dlsorders

v

The data are amblguous about whether men.or women are
at greater risk for mental illness: Men show hlgher rates of -
admxssmn to State and county mental hospxtals,, while

women Show hlgher rates to_community mental_health cen-

ters:  Before_ any. _comparisons can.be made; the type of

-mental 111ness must; be explcltly deﬁned

@ ______ ____ __

beople from hlgher classes

® People who are_ separated Dr dxvorced show higher rates. of

méhntal. illness than . people in. other marifal-status: catego-

ries: Further; the data imply that rates of mental illness are

much hxgher among single men than among single women.

™ Regardmg age, the Jnghest rates- of mental 1llness for
women -are: m the 25-84 age group, the second highest are in
the -15-24 age group. For men; these two: gjroups”also have
the highest rates, but the-order is reversed. In addition,-men
' in the youngest group, 18 and under, have a miich hlgher
raté of admission to mental health fd‘Elhtles than females in

that age grouip.
THE séeeﬁia' PHASE

t
. The bt?rden of ﬁndmgs from the ﬁrst phase led the Harvard

team to focus for its second phase on depressxon in mothers of
young children .in low-income famxlxes‘The objectives were to
mvestlgate the’ kmds of stresses that lead to their high rates of
depression and to study the effects of these stresses and depres-
sion on their young child¥en.

T -~

D
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ep1demlologlc studles of depresswn prevalence in. tr:eated and

untreated populations to an etitirely different research ap-

proach and -design, an- mtenswe field study of 43 low-income

mothers and the1r chlldren ThlS was. zeromg m from a nation-

The age of the women: varled from 21-44 w1th a medlar{ of 305
They were racially - divided, 21 black, 22 white. By marital

status 20 were smgle—never marrled w1d0wed separat,ed or

a man: Most had some h1gh school educatlon almost two—thxrds

had a diploma. Their median age at the birth of their first
chﬂd was 19 At the time of mtemew 32 of the 43 were

rmmber ‘of household: members was- 46 and the medlan per

caplta yearly household mcome was $1 zi52

houses, polmcal groups, day—care centers; housmg prOjects and

schools. A ﬁ'na'n'cml incentive waig. offered for participation. An

att,em'p't was\ de to. keepmcome and educational differences

betwéen married and single women and bdtween black and.

white as small as possible:- Conversely, women -were -selected

with a w1de range of educational and working histories, with

from one. to many children; living with from none to many
addltlonal kin:. .

- Two researchers worked thh each family. One mterv1ewed
the mother. The other observed family interaction in the home

over a series of sessions, interviewed the children about their

relationship with their parents ‘and interviewed the parent(s)

about child-rearing practices: Black women were interviewed
by a black woman and white women by a white one; All of the

ifiterviewers were women; but some of the child observers were

men. Work.with each family extended over 3 or 4 months with
weekly or biweekly visits. Usually the researchers visited the

family- separatelyr Researchers were usually-graduate students

at the Harvard School of Education experienced in working

with low-income mothers and children. Some were middle-aged

bra
F‘:‘\
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with families: of their own, many had aari@ﬁigy' experience.
Most achieved_ high rapport with their families. No family

dropped out of the study after work with them had begun:

The lnterviews

with them and once t.oward the end of the study. The measure

asks _such questions as whether their appetite was poor,

whether everything they did was an effort, whether they had

crying spells;_felt.lonely, or could rzot get going.”” Twenty siich

questions covering’ the past week were asked: A self-report

measure was also given for each of three other mental health -

indlcators——anmety, self-esteem; and locus of control. The meas-

ures were the Zuckerman AdJectlve Checklist for measurement

of Anxiety, Rqsenberg s Self-Esteem and Stability of Self Scales;
and Pearlln s Mastery Scale C I

in these women with their life stresses: Thxs was. comphcated by
the fact that_most life-event-stress scales developed up. until
now have been derived from and are hence possibly unique to
middle—class men,; though across several races. Dr. Vivian Ma-
kosky, of St. Lawrence University and the Stress and Families
Staff, is responsible for constructmg the life-event and life-

condition-stress measures. Her' working hypothesis was that

)ese evert scales might be missing stressful events unique. to
W

omen, overlooklng or misevaluating stressful events unique to
low-income people and, lastly, losing an important distffiction
between stressful life events and stressful life conditions (1978).

Life-event scales quantxfy and weigh changes in one’s lifé that

addltlvely predispose one.to. increasing risk for merital or physi-
cal disease (Holmes and . Rahe 1967). Makosky [ hypothesxs was

that some-of the stress in one’s hfe 18 not relat,ed to how miich

things change (events), but to how much an- oppressxve condi-

tion stays the same where conditions. are ongoing, endurmg

aspects of one’s life (Makosky 1978). What_needed . development

then were ways of quantlfylng stressful hfe condltlons, consxd-

events scale which would 1nclude events more approprlate for '

S

b
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women. Both the event and cond1t10n measures- would mclude
stresses that low-iricome people experience. - )

- The first part of the Life Events measure asked the mothers

for the most recent. events that had Interrupted or changed

thexr lives: They were then presented with a list of 107 specific

events and were asked whether the event happened to them, or

to someone important to them, during the past 2 years. If so,

each was asked to aSSlgD a ratxng of 1nten51ty and duration to

events thhln the last 2 years not asked about or -events older
than 2 years that were still causing problems The reason - for
asking whether events had happened not only to them but to

someone important to them was to test a “contagion.- of stress

hypothesis, to see whether women may add_to. their own stress

by experiencing stress from events that: happen to others:

The Life Conditions measure was designed to tap ongoxng'

aspects of these llves that werahkely to be st@essful For exam-

ple, money -events included a drop in income; foreclosure of a

mortgage or loan; and so on; while money conditions_included

lack of financial security and the unpredictability of income.

Parenting events included changing:child-care arrangements or

losing custody, ;whxle parenting conditions inciuded having chil- .

dren who were less than 2 years apart, children with handi-

caps, having no one for child care if one wanted to go out, and
so on. Mothers were asked about conditions in the areas of

employment, extended family, friends, physxcal and mental

health, intimate relations, law, housmg; money, education, and
parenting (exhibit 1). '

The Discrimination Interview developed by Jacquelyn Mltch-

: elt (exhibit 2) %ried to assess how powerful a source of stress
discrimination was, whether related to Socio-economic status,

race, sex; single-parenthood, or place of residence. The catego- -

ries of discrimination were determined by each WOmar - herself,

not predetermined. She was asked to descrxbe herself in terms

of Ssocial status, ethnicity, and race and give her own rating to

what, if any, kinds of discrimination she believed she had expe-

rienced. The interviewer also asked for the setting (welfare

offices, schools JObS) where the discrimination occurred; who

was. most. hkely to do it, and what its effect was. Mothers were

asked to rate the stressfulness of these experiences.

Lo
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"EXHIBIT 1

Cise Study of “R";-Stress and Depresslon

score. in a typical communlty survey; anyone with more than 5

lite-stress events per year [or 10 per 2 years] wojjld be in the

extremely high-stress group. Lite events for these mothers

. ranged from 27-116 per 2 years.)

) CES;UEﬁiéiii&ﬁ Score=36_

.M Event To Whom When Stress

Son assngned to custody Self ot T 8
of State by father {R .

—-Z- [

: nlost custody)

R's’ boyfriend had Boytriend 9/77-10/77 8
__Surgery - - - - I -
R hospitalized with . Self 12776 8

brenchitis : ]
Involuntarily unemplioyed Boyfnend 6/77 : 7

-due to illness . -
Three members of friend’s F'n'e'ri'd 1775- 3/75 B
_ family died - - - -- oo ) -
Son had psychological Son ‘77 8

distress (hospitalized) o _
.Child left household Seit 6/75 8
Victim of robbery Self 7/77 8
Victim of beating - Selt 8/77 8
Rifle_through car Mother 9/75 8

window _ : Ll
Beaten by R's husband Daughter 8/75 8
Joined a self-help Self 6/77 8

group ] L -
Friend arrested - Friend 6
Been on probation * Son 10/77 , 8
Loss or death of a Self 12/75; 6/76 8

pet ; -

Condmons o

Béirig on welfare Self '69 8
Breakup of marriage Self 70 8
Allegitimate child - ./  Self 73 8
Child gets in serious Self - \1 . 8

trouble afyschool o o . ~
Lost'custody of child ~  Self 71 8
Nervous breakdown, Self 3771 8
Patient in mental Self 3/ 8

_hospital--- - -- o s o
Made appearance in Selt . ‘71 8

court o o - B S

(-
\g,
g ¥
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. ._AcCase Study: Excerp{s Etﬁﬁfﬁjgc?imingiian Interviews

Some blacks and whites feel i}rimm

) atéd against by thie samme
institution. .-,z PRI

- ~. X -
s 3s- ;o PRV S So oo
White .Respondep :i‘fTh'el'ré, {i’sﬁ,;jjscgtmmia},iph by Welfare:
They'ré doing mbré. for blacks than forzwhites.”

Bilack Respondern

were giving out fu

{ wag Some time ago . . . they (Welfare)
#niture, etc. The blacks were never told:If we

found out. we-foutid out through knowing,a white friend:

Singie parenthood gimerged as a major stressor. - -

Respondent: | found that-as a-single so-called ‘separated

parent,’ going to school to attend to my children’s aftfairs had
put me in jeopardy—many-a day, becalse there was no man
with me. 1 don't feel that quite deeplyanymore. [ don't féel that if
| would ‘go -up by myself, if the children’'s father wasn't there,
around to go with me; then I'd-get someone, a man to go. |
" would not,go there by myself anymore'. .. ."
Another respondent expressed attitudes she experiences be-
cause of her marital status. . S - oD oTmm
Interviewer: “Have you ever félt-or been discriminated against
bacause you had a child out of wedlock?” - -
Respondent:-"Yes. Like agencies you go to, for jobs. Like,
people look at you, write down how many children you have,
.and [when] you say you're not married, [you get] the expres-
sion.” ot
Iritérviewer: “How do they express it?" -----— -
Respondent: “Like, you Kriow, the expression; like it shows-in
their faces: tike you catch them whispering or mumbling. You
know . . . other people too.” = - -
Interviewer: *What ether kind of people?” )
Responden ike people on the street in general”
Interviewer: “Maybe they'll say, ‘Oh, you know; wow! S0 many
kids and not married!” ‘

Dr. Deborah Belle, the Project Diréctor, anid Cynthia Longfel-

low were responsible for the social aspects of the stiidy. Beirng

part of a social network of friends and relatives is often regard-

ed as a buffer against stresses of life and depression, and for

this reason each woman was asked to describe the kinds -of

‘support she received from other people in_her social world.

Quiestions were asked about_intimate social support (“When

you have a very personal problem that you want to talk about,

any-74%1 0 = 719 - 7

bis
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o : e . S e
-whom do you speak. to first?”), and: questions about her close

frierids (how often were they seen, where they lived; how long .

she had known them). Questions were asked aboiit neighbor-
hood sociability and exchange of favors; contact with relatives,
people. at work, friends, recent changes in the network. -

Strategies for. coping are also a useful defense . against :the

stresses of life. For this reason an interview on _coping desigried
y Jace rtin {exhibit 3) was included to_investigate the *

ways in which $tress is experienced and managed by the

women. Given the diversity of their life conditions and unique
quality of some of their problems, an.open-ended interview was
condicted. Four problem situations were selected for Jin-depth

discussion with probes devised to elicft the stshins incurred and”

on whom, the amount 6? stress experienced, their perceived

‘ control and mastery, the social resources a*vailat{i or lacking;

and what léarning .wa$ derived from the experiedce, Mothers
were also invited to list  areas in which they wished: (L. more )

help, (2) more information, and (3)_more_control. They were
asked to discuss what they found hardest to handle when feel-
ing depressed or under stress;, to:list what was most usefil to
alleviate these feelings; and to evaluate their current life and
coping capacity. One thing interviewers were careful not to do

was categorizé the mothers as “good, bad, effective or defective
copers.” e S T
An interview. was desigried - by Kristine Dever to elicit how

adequately _ the social services institutions—welfare, food
stamps, and._health care—inet the needs -of the mothers. It
explored both what specific programs alleviated stress and

what stressful experiences these institutions provoked. Inter-
viewers. prabed for the kind and quality of service and isolated
areas that were a soiirce of stress. The method sought to recog-
nize that the mothers were the best guides in deciding what
was valuable and what was bettdy changed. s )
A nutrition interview ‘designed by Polly Ashley included
questions -about what had been eaten in the last 24 hours and

about patterns of food preparation and family meals. Poor nu-
trition may result from lack of money for food, lack of knowl.

~ edge about nutrition; or_the disinteret or overinterest in fopd

that often accompanies depression. Poor diet may be a signifi-
cant source of stress in itself, as may also lack of enough food

or inadequate means for storing and preparing it.

| -
)
N
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. EXHIBIT 3

- __ A Case Study Excerpt From A Coping Interview

Respondent’s Description of a Highly Stresstu

| was living with a man who was violent. | was constantly in a
state of fear. He wolild beat me.op.periodically. .| got steadily

sicker and sicker. | lost weight. | hiad to get iy gall bladder out;

and my jaw won't be the same again. Emotionally kgotso full of

fear: | couldn't talk- on the phone or go out of the house. !
jumped a lot at nothiﬁ at all.” - .

Coping Strategies:

"| saw a cognselor once,a:Wegzl{.,“,,, I

“| got right in a cab with the kids. We sat on the floor of the cab.
We went right over to hier place (friend’s). and she let us stay,
overnight”  --

“Then we went to RESPOND." - o
"I went over to the Cambridge Hospital Mental Health

Outpatient Department. | asked them to admit me and have the
kids placed in foster homes.” . ?m ot
"1 joingd_ a support group—a battered women's group connect-
ed with RESPOND.” - ‘

“1 also joined ALANON.” ° : -

“My tamily helped for awhile.” .. ' -
“A very distant friend called me just by chance after 1 got beat
up bad:” - - : S e
“Fhey |[RESPOND) gave me shelter and even took me, to the
hospital for X-rays." Tl
“They also.stayed with the kids so 1 could getoverto ALANON.

3

They also helped me with transportation.” .~ * . .
“The only thing that helped me at all was that | would get out of

it—the feeling that one day in some way | woald be qut of this.”

“{ also-thought that | would eventually learn all the things that
made him so angry-and that | wouldn't do them arnymore.”

“| remember trying constantly to control everything so he
wouldr't Hiip out.” e

Strains and Consequences-of-the Problem:

“| Had no appetite and.as | said; | lost weight. | siept a lat but had
a lot of nightmares. Patience? Ah. | had plenty of th You

might say | was in a otal coma. J got.to the point where |
couldn’t feet anything. Tears, hate, anything.| couldn't féel sad.
[ forgot what ‘happy-meant, just fear, that's all | could feel.
There was terrible tension in the air all the time and nothing was
spontaneous. Everything was nechanical. Tne children werein
the same shape | was in: tense.”

Wisdom Learned from’the Experience:

“Now | see that | had a great deal of power. Looking back, | can't
thifik why | gave ap all my power. | had it all the time and ‘it

couldn't have happened three years earlier. My seit-esteem was
jow when it happened. ifi a way that's why it happened.”

¢

- 837
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. Patentchdd relatzonsths weye 1nvest1gated thh Cynthxa
Eongfellow and’ Phyllls Zelkothz carrying major responsiblity.

In each family a target child ‘was picked and observed through

six half-hour. periods: The childs behavior and interaction with
others, aspecially the mothef, was coded to provide an objective
record of family. mter, fon p"a’ttern's not subject to the moth-
er’s_or_the child’s interpretation. The data were used to test
<hypotheses about the feffect on children of stress or depression
in_mothers_as well a3 the effect ofi children’ on mothers in
exacerbating stress or depression.

After the six halfhour sessxons were ﬁmshed Zelkow1tz was

friend, if present and wxllmg) was interviewed on her parentmg
phxlospphy and practice. Questions explored her view ,of:the
p"a'ren't'al role, her bpihibhé on 6bediehée 'a'ggr'e"s'sibii d’ébéﬁderr

was an adJustment checklxst askmg the mothers to report prob—
lem behav1ors in the target Chlld whlch was used as an. out-

And finally, each of the chlldren had two open-ended inter-
views to explore their views_of the. parent-chlld re]atnonshlp,

eliciting the nature of the emotional ties to the mother, the

parental demands and controls used; the sources of conflict arnid

their means of resolution; their understandmg of the relation

and their attempts at coping. Each child also answered three

questionnaires. One was a nurturance scale designed by Elxza-

beth Saunders to show whom they considered _ their . mam

sources of support. The second was the Bronfenbrenner. pumsh-

ment scale designed to show whether they perceived the par-
ents as accepting or rejecting. The last was the Swanson Child-
Parent Rela'ti'o'h'éhip' Scale de51gned to show whether children

FINDINGS

This extraordmarlly intensive and comprehensive schedule of

interviews produced an. e)ipectably enormous amotrt of data

for analysis. On the CES-D scale half the women rated as

depressed, w1th a very high mean sample score, as high as
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those 1n one stud;y of people who had experlenced marltal ‘

recently experrenced the death of thelr spouse SCOres on this
measure indicate the extent of depressive symptoms and um-
happmess About_a third of the women had received treatment
for mentat health problems within. the past 2 years, most of
them without being hospltallzed

All of the wormen lived in hxgh-errrne ne1ghborh00ds but the

phrase does ot aCCUrately reﬂect the extent of violence pres-
ent in their lives. Over one “half of them reported that they
- were victims of crime or household violence or were unw1lllng
participants in sexual acts during the past 2 years. Two th1rds
reported that either they or someone xmportant to them had
experienced crime, h&usehold violence; or sexual assault in
that order of frequency. '

Both llfe- ven! stress and leé~condztlon stress are’ strongly

hfe—condltlons score had two parts, one reﬂectmg the obJectlve
difficulty _of ongolng conditions—and the other the result of

asking the women to indicate how much stress they felt in each

of eleven areas: employment; extended family, friends, physxcal

hearth mental health love and marltal relatlonshlps the law '

hese measures correlated more hlghly with the depressxve

symptoms score than did the recent life-events score. The ‘“‘con-

tagion of stress’ hypothesis, that women may be stressed by -

evenits happening not. to them directly but to others on whom

they are dependent or for whom they are responsible, was not

strongly supported- The high correlation of the life-event score,

which included . items special to women and to low-income
people;, lends credlbxhty to the hypothesis that previous -Stress

research has urxderemphasxzed the kinds of events experienced

by wormen and espeCIaliy low-income women.
Frequently named sources of dlscrlmmatxon mciuded the wel-
fare department, rental agents; employers restaurahts; schools

and teachers, salespersons, patrolmen‘ and _taxidrivers. Both

black women and white women réported more incidents of
- discrimination” by white than by black people. White women
were significantly more llkely to say ‘they .were._treated differ-

ently after becoming single again than black women.

Fl ' -
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The network of social support available to a woman has

appeared from earlier research to be a powerful buffer against
. depressm \and other. inental health problems. L1vmg in the
‘same. nelghborhood for a few years, having good frlends nearby,
Or km, a; network of acquamtances were all thought to be a

o~

se ejements of social support were by themselves not sufﬁ-

nt. to prevent depresslon among these highly stressed
:womerL Most cf the women had close friends of long standing
'and did not report that they lacked a confidante., There were
no 51gn1ﬁcant dlfferences in depresslon scores between women :

women hvmg wrth some other adult in the house and those
who dld not or between women who saw their mothers at least

number of frlends or. relatives: seen at least a few trmes a
month, or number of close friends. :

For women wha lived w1th a man. legally marrled or not
those who turned to him for emotional support were less hkely

to be depressed than those who did not. Nme of the 20 such

support a sntuatlon that mlght 1tself be assocrﬁted' W1th depres- -

thexr spouses when they had very good news. An hypothesis to

explain this. mlght be that when- conditions are chronically

'streséfui -women censor themselves so as not to overburden

stress Perhaps stress acts to destroy marriages of the poor by

ﬁrst maklng conﬁdences pamful and ﬁnally 1mposslble

t1me when I steal 1t pretend I am going to the store and stay
for 2 hours,” said one. Another said, “ . . . If both the k1d§ were

in school -; . . to go somewhere ‘and scream would make me feel
better.” Some relief from the constant presence and responslbll-~

ity of children was one of the most strongly felt aids to coplng

2
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Most of the women were clients of the Aid to Dependent

_ Childrenprogram and virtually all received either food stamps'

" or Medicaid. An anomalous finding was that women with Aigh -
depression scores were less likely to report stressful encounters

with the welfare system. These findings ‘may.- indicate that
women ‘with high depression scores have accommodated them-

selves more completely to a loss of privacy and control. An
 alternative hypothesis is that this indicates an inability to ex-
 press anger. They may in fact be considered “good recipients”
compared to women who-are not depressed. Women with low”

depression scores reported more instances of ledrning to
manage the system by playing a role or learning to act accord-

ing to the expectations of welfaré workers and by informal
‘knowledge. Eighteen percent of them reported having helped
other welfare clients.as a result of their own experiences. None

‘of the high depression. score women ,reported having taught
others to do this. They. appeared less likely to take these asser-
tive steps and more likely to feel helpless. Feelings of helpless-
ness about the system and consequent stress were tied to the
cumbersomeness_of the process; the inadequacy of information.
about welfare benefits; and the difficulty of obtaining it.

Of those receiving Medicaid assistance, half reported being
tinable to obtain through Medicaid one or more medicines pre-
scribed by their physicians: Sixty-nine percent reported being

unablé to obtain. one or more dental services, such as dentures;’
fillings, extractions, or root-canal work. Other women reported.
not being able to’obtain either orthopedic shoes with braces or
intrauterine devices. 2

The diets of many of the women are nutritionally inad-
equate. Over three quarters of the women did not take enough

iron in a typical day: About half of them reported diets defi-
cient in Vitamins A, Bl, B2, Niacin, and Calcium. About half

the women. did not receive an adequate number of calories and .
almost a. quarter had too great a caloric intake. Most of the
deficiencds found were not related to depression. There was,

however; a significant association between both deficient cal-
cium and caloric intake and depression, intriguing, because cal-
cium has been implicated in studies ‘of depression. More infor-
mation on nutrition was a frequent request: T
. Depression appeared to take a toll on mother-—child relation-

ships, according to the six half-hour observation sessions. De-

O
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pressed mothers spent more time prohibiting or prescribing

action andless time in nurturing with help; emotionakgupport, .

- Or goods. They .were_also more likely_to use dominating and

hostile-aggressive styles with their children: Depressed mothers

were less likely to comply to their children’s requests. High-life

condition stress scores also correlated significantly with the
actions and high pro-.

hibiting and prescribing behavior. Interestingly, mothers’ life

~event stress scores were fot associated with these variables. -

Both depression and ‘stressful life conditions may so deplete a

‘mother’s energy that she may be less responsive to -bids for

' nurture that draw’on her emotional resources. Many of- the.

- depressed mothers pointed this out themselves. o

- Children of. depressed mothers were more-likely - to report

" themselves unhappy. with their motheérs and. turned to- their

‘mothers’ for emotional support less fregiiently than' children*pf
less depressed mothers:’ Children of depressed mothers gldo -
more frequently reported that they were punished or rg >
at home. ‘The interviews showed that children bemd-td"Be sensi- -
tive and understanding of the stiesses in their parent’s lives, as

long as-they feel loved by them. Depréssion appears to seriously
impair- a mother’s ability to. convey the sense of being loved,

and hence the relationship of mother and child. Stress in itself
does not appear to do this. :
Future Research S

The Stress and Families Conference, held in July of 1978.in
Aspen, Colo,, brought together experts from the fields of jour-
nalism, the mass.media, the Federal bureaucracy; National and
State legislatures, and the academic:commiinity. It was ih a
sense the Second Act Finale for the Project, leaving Act Three
yet to be played out. SN :

-

Unlike many research projects, which limit themselves for
better or bei:;é to’ publication of findings for the- world to

ignore or adopt as fate and the winds blow, the-Stress and
Families project was actively seeking ways to make a differ-
ence. Thus, in bringing together ‘these presumptively worldly
experts, the Project was deliberately foregoing a detached re-
search role and seeking to replace; naivete with a grasp of
political, legislative, and fiscal realities: The researchers
wanted to help women they had come to care for and more
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genera]ly to be effectlvlln mltlgatmg depressmn and other

effects of Stress: on low income smgle—parent ‘mothers. _ '
__The PrOJect members .presented’ the1r findings and’ solicited

critiques of the Project ‘and advice. for mterventmns Expect*

abij, they were warned by 'some and encouraged by others for

rmxmg research; concern; and social activism.
More germanely, twa part1c1pants outlined: approaéhes to the

*general issue of pianned Social .changs; its limits, pitfalls, an’d‘

justifiable expectamon& Several’ part1c1pants provided a- Host of

* possible xfterverrtlons that had been triéd in other contexts in -

“other Federal and State_ programs 7'I‘wo Federal participants,

" laid-outs detailed analytic strategies: for deciding and refining

. scrlbedﬁ'l
,socxal leglslatxon of, the kind " the pro,]ec% might want to -see-

mter;eﬂ’blon payoffs and then hnkmg these to cost-effectiveness
evalyations. .Several: State legislators .and ‘administrators de-
-some detail: the course of dgvelopmg and -effecting -

developed. One “old Washington hand” gently: ‘chided. them ,for .-

nat- having already ‘cultivated. ctose and contmumg contacts

_with-staff, of: their. owri’ State and Federal’ *represéntatlves :
~ Three seasoned jo,urn hsts suggested the difficulty’ of even At-

’ tract:lng, much” less. mOb}llZIHg, pubhc interest for a project in |

many ways. more appropnate to the popuhst ﬁﬁs than the qui- *

_escent 70s: There appeared a consensus that. new’monies avail- -

- able fgr social projects such as this would be “untikely or limit- ‘

ed. Evén s0,.in the high, %t surnef air of “Afpen the Cohfer- .

" ence generated anl—_mﬁzctl us spirit- of spaoious poss:blhty

People wanted to _help and wanted the PrOJect to do ‘well.

Sorting this embarrassment of riches 1naugurated Act Three,

:whlch is still to be written. One of the’ cgutjonary notes of the

Co'f'erdnce had Vb’een not to proceed fpein the urgency to do :
somethmg for the dlstressed women of the study, so qulckly as

to sleight thorbughness in analyzing the data. The quality of

this analysm is a necessary condition for canny- chooslng and
shapmg ofreffectlve interventions. The “hard data” f'ndlngs .

from. that knowledge base also provide the- lingua franca of

persuasron and the Just1ﬁcat1on for legislation. Thus, much of

the time sincé the Conference has gone to further analysis of
the voluminous. data. for.a ﬁnal report. '
The,re is to be a. foliowup study of the 43 famllles to provxde

longltudlnal data and to let respondents know: the conclusmns

- v
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of the study. There is to b & meeting to decide on interven-

Thus with due deliberate speed the Stress and Families Proj-

ect moves toward the convergence of its different goals. It is too
early ygt -to say. what will come of it. The many-tiered and
iﬁtricat%ﬁ‘ﬁ’jg'rés'sibﬁ, through the vastly different skills -and
processes adumbrated at the Aspen Conference will need to be
informed 'by a polymath intelligence. The_number of years of
sustained and focused purpose to convergence will need poise
and circumspection not often perdurable in group collabora-

tions. But there may be in the Project’s goals and how it ‘has
proceeded the germ of a somewhat nove
social idea. Sprung from the combination of research and social
activism; the Project has proceeded as if it were piecing togeth-
er what amounts to a kind 6f vertjcal industry, with the poten-
tial power of economy and efficiency that implies, though the
Project does. not seek- ownership _but knowledge. Just as. the
vertically _ihfe'gratédwiiidii'st'r'y. grows the peas and, then, for.

efficiency and cost-effectiveness; harvests, cooks; cansﬁ;;gliistr'ib-;-

utes, and sells them from its own stores, so the _vertically
iﬁtég‘rated social activist, ﬁf@aged here, might 'sbﬁ'i:é,,diayridemif

fy_each stage of necessary knowledge or process and skill, to
identify and characterize a_social problem, and then to create

and put into effect interventions that help to'salve it.
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THE MENTALLY ILL AT HOME: A
FAMILY MATTER

Pnnczpal lnvest/gator John C/ausen Ph. D
Author: Bette Runck NIMH

) One evemng durmg World War H John Clausen went to the
Washmgton D.C.; home of a black sociologist friend. The

friend—call him George Smlth—had returned._the. prev1ous

night from a trip to U:S. Army camps. Clausen listened as the

agltated and outraged Smith_told his gnests about_the abuses

that black soldiers had endured in the camps. The situation

had so upset Smith. that_he’d been_ nnable to sleep .the night

before: At 5 that mnrmnghehad called a top-ranking general

to demand that camp conditions be improved xmmedlately The

general too; became_angry: At Smith. He ordered Smith’s supe-

rior officer to dlS]’rIISS the socxologlst
. That morning -in tHeir office at the old War . Department
Smlth had: told Claiisen and his other coworkers about the trip.

That night, as Clausen heard the story unfold for the second

titie, he notlced that his friend was embellishing -parts._of it;

recastmg others. He knew about the incident with the generai

As he listened, Clausen came to realize that his friend was

unable to distinguish actual experiences from_imagined ones:

There was something about Smith’s manner, his growing hyste-

ria, and his inability to organize an oft-told story that worried

Clausen. .Others . _at the gathering; some of them members of

Washmgtons wartlme, “Biack Cabmet ” had not heard that

~ black peépie suffered grlevously throughout society then, they
633 .
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d1ers all too behevable They set to work plannmg how to help
the soldiers. )
- John Clausen sat wondermg how to help his friend: Later

that evening; he suggested to Smith’s wife that her husband .
might need psychlatrlc help. “I know, she said. “This hap-
pened once before.”

‘She recognlzed what was happenmg to her husband because
he had already gorie through one schizophrenic episode. But
how had she known the ﬁrst t1me'7 How does anyone know

stepped over that 11ne where everyday emotlonal upheavals
become mental 1llness'7 How do they know when the 11ne 1tself

pain 1nﬂlcted by moments and days when all seems normal by
the era’s agreed-upon codes for reasonable thought and seemly
conduct? How long does bizarre behavior pile up before those

who live with it define it as madness" How do family members
perceive that is going on? When do they finally seek help?
How do they go about getting it? What happens to those left
behirid when mother or father goes to the mental hospital?
What do the children know about their parent’s illness? What

are they. told? What happens when the patient returnshome?
Is the _]ob stlll open" Frlends stlll fr1endly'7 Does hfe— or pa-

Searchlng for answers to. these questlon&ha:s occupled John

Clausen during much of his professional career as a research

sociologist. His interest was sparked_that night at his friend’s

house, years. before he earned his doctorate. His studies are

reaching a denouement now as he nears_retirement. from the
Department of Sociology at _the_University. of Gallfornla in

Berkeley: There; Clausen and his colleagues are _poring over’
facts and feelings told ta them_by mental patnents and their

families. Some families were interviewed in the 1950s and then

agarn in the 1970s to learn what has happened in the interven-

ing years. Other families in_which a husband or wife was
recently treated for mental illness have also been 1nterv1ewed

Clausen’s team. is comparing the new Eroup’s experiences to

those of the families of . patients. hospltallzed in the early

19005—a txme when the powerful tranquilizing drugs were not

-

30
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Are the new treatment practxces less dxsruptlve to famlhes"

Or does the presence of a symptomatic mother or father pose a
greater threat to the survival of the family unit or the well-

,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,

bemg and emotlonal development of the patxents chxidren‘?

d1d in the ﬁftxes

PHACTICAI: PHOBI:EMS HUMANITARIAN GGNGERNS
. THEORETICAL ISSUES

. Clausen’s famlly research began in the spring of 1952 when
he was made chief of the newly created Laboratory -of Socxo—
Environmental Studies .at the National Institute of - Mental

Health (NIMH) in Bethesda, Md., a suburb just outside of
Washington, D:C: Clausen and his coworkers chose to study, as

the laboratory’s first major. prOJect the consequences of mental

illness for patients’ families: Surprlsmgly little was known

about the subject. Until then, the only. systematlc research

attention_given to_ the families of mental patients was often

unwanted attention; because. it focused on the family members’

posmble role in causxng the disorder, not the problems they
faced as a result of it.

At the outset Clausen was interested in these problems as a
practlcal matter. He had witnessed the ambxguxty of mental
illness; the uncertainties. famxly members felt; the turmoil they

endured. He wanted to learn the details of these experiences,

through systematic and impartial research: By descrlbmg how

mental illness_affects. family life; Clausen. thought he might be

able to xdentlfy the kinds of silpport that families needed to
cope w1th the cr151s

Yarrow, a research psychologlst joined the laboratorys staff
some months after the. project began. Clausen credits Yarrow,

who became his prmcxpal collaborator on the NIMH study,

with greatly enriching the. conceptual dimension of the re-

search: The objective of the original study remamed largely

3
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practxcal hcwever Perhups through such research the 1nvest1-

member became mentaity xll

immamtarmn reasons in the fifties; it has become a potentlal
source. of msxght 1nto a major socxal 1ssue of the seventles The

over the years—issues 1nvolv1ng soc;etys response to mental
illnééé—}iéi{e' éctiiiiréd rndré thain théb"réti'cél interest t'o'd'ay

1979 the treatment of choxce f‘or persons who become psychotlc
involves little reliance on the type-<of large lnstitution so dra-
matxcally criticized by Ken Kesey in Orne Fig dver the_ Cuck :

00’ Nest. Today, the mentally ill spend-much. m‘o(e time among
us, even whlle symptomatlc Thenr -presence.. forces everyone

w1th them. And it forces.all of us to come to terms with the

irrational and unacceptable strains in.our own mental makeup.

How we respond to mental iliness and the mentally ill—with

understandmg and tolerance; or fear and rejection—is a subject

of theoretical interest to John Clausen,; the sociologist. It is a

subject that has practical social significance to the contempo-

rary comrnunlty of which he is a part.- And_it has day-to-day
personal consequences for patlents and their famllles

R

Recent HlstOry—From Hospltal to Communlty

The transformatlon in treatment oflthe mentaily 111 in recent

_years came about with. little attention paid to the social con-

ftext. Such neglect is astomshmg, since presérving the patient’s

place in Socxety was the motivating force behind many of the

changes that took place. As events converged to_move patients

mto the commnmty—out of the blg hospltals that were socx-
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iosed as schizophrenia. Psychiatrists offered little hope to fami-
lies.- It was common to view mental illness as a permanent
condition requiring long-term hospital care for the sake of the
patient and the well-being of the family. Another motive was
often hidden beneath this altruistic concern; however. As Clau-
sen has put it, large public mental hospitals "‘served the mani-
fest function of caring for mental patients. believed to be in-

capable of life in the community; but they served the latent
function of isolating and hiding the mentally ill.” This practice,
he says, provided. “a form of institutionalized denial of the

L s

existence of mental iliness while at the same time producing.

chronic patients. incapable of functioning in ‘the community.”

World War II when mental hospitals—particularly in Great
Britain—experimented with_open wards; enlarged their staffs,
and adjusted other administrative policies to give patients more
freedom and better care: It was the wonder drug, chlorproma-
zinie, introduced. into this country in the mid-fifties, that
brought dramatic changes; however. The first of the “major”’
tranquilizers now. routinely used.to treat schizophrenia, chlor-

promazine_could ameliorate symptoms—the unseen _voices, the
bizarre thoughts, the paranoia, the unfitting emotions—in a
way. that no sedative drug could. By taking chlorpromazine

regularly, patients could at least function at home_and on the

job (albeit with some impairment and discomfort): Before long;
other antipsychotic drugs were. introduced; among them were
powerful mood-elevating drugs that. can lift severe depressions,

and lithium, a comiion element that can reduce the frequency

and severity of manic attacks: While not without their side
effects, some of which are serious; the psychiatric drugs intro-
duced sinice Clausen began his research-have produced a revo-
lution in the ;prﬁatment of psychotic conditions.

. By the early sixties, largely because of the new drugs,. it was

possible -for the Federal government to begin underwriting a
nationwide system of community treatment centers where

mental patierits could receive short-term, in-hospital ,care and
continuing support when. they returned home. _Separations
from the family became much shorter; return to work easier.
For somie enthusiasts; mental hospitals seemed a thing of the

past.  Recognizing the chance to_save public money, _States

began closing the hospitals down. Patients were-released to the

o

-



O

ERIC

Aruitoxt provided by Eic:

638 : MENTAL ILLNESS AND THE FAMILY

attgtgdear'about the ‘prO'IIOSlS for mental illness. Reformers
began to s/right to treat the mentally ill any

differently than everyone else. A few theorists asserted that

mental tliness_was no more than a repressive label used by

society to control nnwanted behavior: Some- suggested that the

. label caused more serious problems than the deviancy 1tself

and, indeed; stabilized the symptoms Rldmg the tide of the

sixties’ dedication to individual rights; activists took the case of
the mental patient to court. In 1975; the. Supreme Court ruled
that patients could not be committed to mental hospxtals unless

they received appropriate treatment once. they were there: This

ruling; plus increasingly strmgent commitment procedures, ac-

celerated the trend toward treating new patients in community

s%mgs and releasing—sometimes expelling—chronically hospi-

.talized patxents into the bewildering world outside:

g e

Clausen and Ius coiieayues are address- &

the early days of the commamty mentai
health movement.

nity began to notlce what was happenmg Stlll symptomatlc ex-
patients were wandering cxty streets. The ‘‘shopping bag lady”’
became the butt of jokes on late-night talk shows. Terrified at
newspaper reports about former mental patlents who commlt-
not . reallzmg that many of them dre rmore frxghtened than
frightening. In the last few. -years, reaction has set in. Halfway
houses and community treatment facilities have been zoned out
of neighborhood after neighborhood: -
And many famxlxes live with the ° patlents in thelr mldst
happy to have her home, relieved that he won'’t be consigned to
a back ward, but stlll troubled by the events that led to hospi-

A,
i
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2 talization in the first place; still brooding over the unuttered -

question: Will it happen again? - : .

Life in the Community o
By trying to understand how a family is affected. by the

mental illness _of one of its members, Clausen and his col-
leagues are addressing issues that were largely ignored in the
early days of the_community mental health movement. Intro-
.. duction of the antipsychotic drugs awakened merntal health

workers to the possibility of community treatment. Reformers
worked toward the goal of emptying the mental hospitals and
keeping new patients inethe .community. They too seldom con-
sidered the community itself—its fears, its prejudices, .its level
of tolerance. And they forgot the patient’s family, that_part of
the community most directly affected by merntal illness: Clau-
sen and his coworkers, in long conversations with these fami-
lies; are learning what life is like out there in the community.
They are learning how such labels as mental patient; psychotic,

‘or schizophrenic_affect patients and their families. And, be-
. cause “mental illness can be regarded only. partly asa private"

affair;” they are also learning how we as a soéiéty respond to
EXPLORATIONS INTO UNKNOWN TERRITORY

Clausen’s original reséarch on families of patients broke new

ground in the study of mental illness. When he began his work
at NIMH, so little was known:about the impact of mental
illniess on the family that he and his colleagues were forced to
use methods that were “frankly exploratory.” Their_first sensi- .
tively. probing interviews were designed to identify.the charac-
teristics of families who were coming to terms with a mental
iliness in the husband or wife. Later, when they understood the

dimensions of the problem, they would generate hypotheses
that could be tested systematically. ’ L
~ The research and clinical literature provided some clues. Be-
cause surveys had consistently shown that the public held fear-
ful and rejecting attitiides toward the mentally. ill; Clausen
assumed that families of patienits would be reluctant to admit—
to themselves or others—that one of their-own was deviant
enough to be hosgitalized: Other public surveys; however, had

~
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found that rwhen nsked to comment on specxhc sxgns and symp-
toms of mental Illness, most people explaxned the behavior in
some other terms—terms within the range of normal experi-

ence—even when the symptoms were dramatic or severe. Clau-

sen wondered if a person who confronted these symptoms in a
family member would still explain them away. As for the ef-

fects of mental illness on families, case histories. reported .in

professional journals had documented that family routlnes and
relationships are disrupted when a member falls ill: Other
factors that needed to be explored were suggested by research

ance, and socxal perceptlon was also c0nsndered -
The research literature, then, led Clausen and his colleagues
to conslder siich 1ssues as: .the famllys perceptlons of devrant

research questxons Among them )
e How does the spouse undergtand the meaning of a mate’s
illness and then deal wrth it
How does the 1llness affect télatxonshxps within the famrly—
before, diiririg, and after hospitalization?

How _does the famlly maintain itself psychologrcally and
materrally"

spouse s relatronshrps with others?
Clausen. and . his c011eagues chose a research strategy that

would give thern the most 1nsrght into specific details of the

family's experrence They would - use. orily a few subjects and

interview them in great depth Although some questrons would

member chose. They would keep thelr mmds open: They would

- record every comment. What they would hear might come as a

complete surprise. They would continue the interviews over.a
year or more, 1f necessary, and they would come back to the

ol
T
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In selectmg the patxent sample the researchers were gu;ded
by their wish to study, first, how mental illness was recognijzed
and deﬁned and, second; what ‘happened to the family when a
spouse and parent;was hospitalized. They would choose patients

who were being admitted to_the hospital for the first time—
those least likely to have been previously dlagnosed as mentaL
ly ill. To minimize gross cultural. differences among the fami:
lies, they would not include mmonty‘ group members and

recent immigrants. The patients, of course, had to be married

and hvmg with their spouses. just. prlor to hospitalization. Arid

they had to be permanent residents in the -Washington, pC,
area so that the study team could interview their. spouses
during and after the hospital stay. (This_l4st constraint dis-

qualxﬁed several patxents who rmghL otherwise have beey in-
cluded in the study In early pretestmg, Clausen discovered

that a number of persons experiencing, schizophrenic episodes '

. had come to Washington because it was the National. Capxtﬂl

some had come to see the President: They had been sent Lome
as soon as thelr permanent re51dences were estabhshed )

,,,,,,,,,,,,,,,,

Clausen further decxdect to llmlt the orlgmal study sample to

patients who. received a diagnosis of schizophrenia; manjc-d&

pressive psychosis; psychotlc depresswn or severe psychongur®

sis. He' excluded patients with such organic conditions as senile

p’s’ychosxs or arteriosclerosis because they were ‘likely-to be

defined as permahenﬂy fost to the spouse and family.” He also

tried to exclude patients. with long-standmg drinking problems,

but this proved to be difficult (1).

3"’;
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Bypthoosmg thlb intensive dpproach~studymg a small
number of tumlhes of tunctlonally psychotic or neurotic male

.patlents—Clausen 's_group sacrificed the prospect of generaliz-

ing its findings to farmhes of all mental patients.- The study
would however prepare the way for 1ater research—-when the;

mvestlgators understood the variations in the famllles and the
sources of these varlatlons The next phase Qf the research

the rest in- the workmg class All ‘Were whlte, as were two out

of. three Washmgton res;dents in 1950 All were enther born in

respected and responsxble

reépects they were liké thenr helghbors—-reasonably well hked

fathers and husbands change in a way they could no longer

understand Most had ﬁnally reached the conclusion that treat-

ment was rnecessary. All had suffered through the arduous,

wrenching process. of thnessmg or participating in the hospi-

tahzatlou of a family member:
ideally, to study the process ]eadmg to hOSpltallzatlon the

ble—-—the problem was. not a “soc1al fact” '”'tnl help was

sought—the next best solution was to mter:wew the wives im-

mediately after hosplta}u,atxon when memories were fresh. The

interviews were repeated—in the ideal case; first.at_weekly,

then monthly 1ntervals—-unt1] 6 months after the husband re-

- 35
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searchers were trying o obtain “a continuing record of the
wife's effort to cope with the ‘shifting ground’ and the problems

attendant upon these shifts.” The majority of the women were
interviewed at least five times and some as many as 18 times.
Most were seen in their own homes when they were alone with
the interviewer. T

A Shori-Order Cook Takes on Einstein

_ The stories related during. those first intensive interviews are
full of the bewilderment wives felt about their husbands’ be-
havior. Typically; they found some explanation—any explana-

tion—that would make the changes in their husbands under-

.standable. Mrs. Foster (not her real name) was one of these

make sense of her husband's disturbing béhavior.

She had been married to Robert-Foster, a short-order
cook, for about 3 years before he was admitted to St. -
Elizabeths Hospital with a diagiiosis of schizophrenia.
Early in their marriage; she had noticed that he was
nervous and: tense.-He was often sick, which, he ex-
plained; could be traced to the malaria.he had con-
tracted during thé war. He perspired a lot. He was
crabby: Noticing-that Mr. Foster’s friends seemed ner-
vous too, ,Mrs. Foster coricluded that “maybe I was .
happy—go—hxcky and everyone else- was- a- bundle -of
nerves.\ She got used to her husband’s frequent ill-
nesses and: sporadic work, but grew annoyed because -
he wouldn't see a doctor. ‘‘I was beginning to think he

was getting lazy because there wasn’t anything I could
see that was wrong;” she reported. . .

Others noticed a change in Mr. Foster. A friend of his " ..
told Mrs. Foster-that -her husband was ‘‘more- nervoas °
than I have ever seen him;” and Mr. Fostér’s- boss
observed -that  he ‘“seemed .very much worried’ about
something.” Mrs. Foster talked to more friends-about
her husband’s unwillingness to.consult a doctor. Her
tolerance was strained. She tried to-understand him,
coming up with ‘one explanation after another. Then
she got fed up. “'I got disgusted and said if he didn’t go -
to a doctor; I would leave him.” She asked Mr. Foster’s
boss to talk to him.-‘I begged, threatened, fussed.” Mr:
Foster'then made one visit to a Veterans' -Administra-
tion doctor. -He told his wife that the doctor had. said-
he was all right. On_the day Mr. Foster was 'scheduled .

for a second visit, he overslept, missed the appoint-
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*ment, and-never returned. Mrs. Foster didn't talk to

Thete were periods- when  Mr. Foster was well an

working. Mrs.- Foster forgot.about: his_troublesome be-
havior during those times. ‘“You-live from day to day.
When something isn’t;nice, I don’t think about it,” she

told the interviewers. “If you stop to- think about
things, -you can worry yourself sick.” She worked as a
clerk in a small store and enjoyed meeting people
there. :

_ Mr: Foster would occasionally talk of a coming revolu-

tion during which Negroes and Jews-would take over

the-world. ‘Mrs. Foster learned that she dare not" dis-
sent from these ideas, so she just tried to change the - °

subject. e
About a_.year and a half before Mr. Foster was ad-

- mitted “to’ St. Elizabeths, he began-waking his wife at -
. night to_tell her of nightmares about his wartime expe-

rience. Three months later, he guit his job. He began
to write a book about the war and science: “If you saw
what_he wrote, you -couldn’t see anything wrong with
it,” Mrs. Foster recalled. ,
While she was at work; socializing with the customers-
and other clerks, Mrs.. Foster could -forget about her
husband’s strange behavior. At home, it wasn’t as
easy. She found it ,iﬁ??eﬁﬁiﬁggidifﬁ@lt,@ ignore the
seriousness of his condition: ‘She was also concerned
that he wasn’t making any money. ]

One evening her husband told her that he wanted to

discuss his ideas with Einstein: He planned to pay a
visit to the great scientist.-Mrs. Foster thought it was a
silly thing to do. She wondered why he couldn’t just
talk to someone closer to home. But later she told the
interviewers that she had driven to Princeton, N
with her husband. She said they had parked otitside

the building where Einstein’s office was located, and

- when he emerged Mr: Foster engaged him in conversa-

tion for about 10 minutes. According to Mrs. Foster’s
account, Einstein told Mr. Foster to see his secretary,
who told him to put his ideas into writing- before at-
tempting to discuss them further with the scientist:
The day before Mr: Foster was: finally admitted to a

e

~ hospital he went shopping with- his wife, something he

had never done before. He worried that he might lose
her while shopping, Mrs. Foster reported. Later that

40
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day, Mr. Foster thought he was the subject of a TV
program and that the set was “after -him.” By this

time, Mrs. Foster could see that her husband’s behav-
ior was “rather strange.” N ) ‘
That -night; Mr. Foster talked -incessantly. ‘He re-

Etdé;hgd himself for not making enough maney to give
is wife surprises. After-a-second thought, he changed
his mind. He did have a surprise for his wife; he ex-
claiméd. He was going to kill her. Scared now, . Mrs:
Foster asked him what he meant. He began to cry. She
must not let-him hurt her, he wailed, but. do for him

what she would want him to do for her. She asked him
what was wrong with him. He said he had cancer.
Then he began talking about the worm-growing out of
his. grandfather’s mustache: Remembering that she

had earlier seen him watching worms-in-the fish bowl,

Mrs. Foster thought she knew where “this idea came

from. Mr. Foster said he had killed his grandfather. He.

asked Mrs. Foster to forgive him. She became con-

vinced that her husband’s merital state was not what it.

normally was. “But I wouldn’t say that he was insane
or,cra%y; because -he had always bossed me ar_oungl

before,” she reported. /
Mr. Foster talked
“seemed to straighten-out’. and drove hi :
store- where she worked: At noon; he walked into the

gl /night, but by morning -he

ut’’. and drove his wife to the-

645

store.- ‘I couldn’t -ake any sense of what he was

saying,” Mrs: Foster said. ‘‘He kept getting angry be:
cause 1 wouldn’t talk to him.” Her boss told her to go
home; - : L ) )
On:the way there, Mr. Foster told-his wife that his
male organs were blown. up and little seeds covered
him. Mrs. Foster assured him -that she-couldn’t see
them. She announced that she planned to call his
mother. At this; he begancrying, and she was forced to
promise that she wouldn’t: “Don’t you think - you
should go to a psychiatrist?” she asked. “No,” he re-
sponded. “There’s nothing wrong with me.” :

At home, he suddenly chased his wife around the
apartment; growling like a lion. She screamed. Her
husband ran out; and she slammed and-locked-the door
behind him.-“When he started -roaring and growling,
then I thoyght he was crazy. That wasn’'t a human
sound. You couldii’t say a thing'to him:”

Later that-night, Mr. Foster went to a nearby church

and created a scene. The police took him to the psychi-
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hearmg that followed, however - he - seemed quite

normal. It was recommended that she arrange for. his

hospltahzatxon at- the VA hospital. During the days

they waited to get in; Mr. Foster again became dis-
turbed. On-the tenth day after the hearing; he assault-

ed a friend: Mrs: Foster then spent 2 hours.calling
hospitals, and finally she got D.C. (District of Colum-

bia) General Hospital to accept him. A fire department
ambulance took him there.

Eariy Findings

other 32 wives; Clausén and his grbup had a falrly clear pxcture

of the kinds of experience families encountered before, durmg,

and after husbands . were hospltahzed for. mental 1llness The

most sahent of thelr f'ndmgs were. later not.ed by Clausen
° lee Mrs Foster, most w1ves had dlfﬁcult.y perceang the

spouse was mentally 111 entertamed senously

e If the wife recogmzed that her husband requnred treatment,
she was. repeatedly. ffustrated in her attempts to get it;
usually she encountered roadblocks and deadends such as

those Mrs. Faster_found: Seldom. were these wives able to

get their husbands into a_hospital withont great dlffculty

“Most families did not know where to turn for. help,rand

even those professnonals who are commoniy seen as -gate-
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tility and criticism they and the1r chlldren would encounter:
“Particularly at the time of hospitalization and when the

husband returned. home, comimiinications w1th friends and
relatnes often tended to become a source of great anxiety

possnble through the 1nvest1gators research methods in an
entire 1955 issue of the Journal of Social Issues. Other reports

were published later by Harriet S. Murphy, a socral worker and
researcher; and Charlotte Schwartz, a research sociologist. Both
had worked on the project in the NIMH Laboratory.

‘After they had analyzed the data on the first 33 farniliés,

Clausen and his coworkers_were able to define the research
gliestions more. clearly It was now possnble to design a series of

four structured iriterviews made up of sharply focused ques-
tions. The researchers planned to expand the study to include

women patients and draw their_ sampie not only from St. Eliza-
beths, but also- from hospltals serving the Maryland suburbs of

Washington, D.C. As Clausen contemplated this larger: scale,
longer term study, however, he realized_that his research staff
would have to work less mtensxveiy on 1t than on the ﬁrst

study. “‘The kind of interviewing. we.
and often anxxety producmg. he recallsL He found 1t especrally

and who also enjoyed it. It was. thelr lot to interview the female
patlents husbands, who were less willing to talk than were the
wives of male patients. - .

Nevertheless, the worR contmued Only HdI‘I‘IEt Murphy ﬂave

families the wnfe and mother was the patient, in 24 the hus-
band and father was.
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- .The investigators learned that this second_group of families

had just as much difficulty- in recognizing_mental illness for
what it was as had the first 33 families. These families also had

similar difficulties in getting the patient into.treatment and
felt as much stigma as had the first 33 families. Although the
data were fully analyzed only recently; Clausen. did examine
the _prehospitalization marital relationship of 24 of the new
couples in a way that was not possible with the eariier data. He
presented a paper based on this analysis at the 1959 American

Sociological Association meeting. (Findings from . this and the
earlier papers will be discussed below.) L

Influenced by the initial reports on Clausen’s NIMH re:

search, as well as by generally increasing interest in rehabili-
tating mental patients; other Investigators took up the study of

the consequences of mental illness for.the family. A Califoriiia

group led by Harold Sampson; Sheldon Messinger, and Robert
Towne intensively studied the interactions leading to hospital-
ization in the families of 17 women diagnosed as schizophreénic.
Designed in part to complement Clausen’s project, the Califor-
nia study was much more probing; patients as well as spouses
were interviewed for up to 3 years following a patienit’s retiirn
home. On the average; 50 interviews were conducted with each
family. For Clausen, this careful research was later to hold
more than the usual interest of one investigator in another’s
work. . P . ' -

In 1960, Clausen moved to Berkeley, where he became Direc-

tor of the Institute of Human Development at the University of
California. He had planned -to get back to analyzing data from

the NIMH family study once he settied into the new job. Bt
he found that his new research; along with administrative and

teaching duties, took up all his time: For the next 10 years,

except for devising procedires for coding his data, Clauseii wag
unable to work on the family study. :
A RETURN TO THE FAMILIES -

to be completed, I should have to get ‘started before retire-
ment.” He decided then that, in addition to analyzing the data
on all the families first studied in the fifties, the study would
be much more valuable if he also did followiip interviews with

[Re Oy
o
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them. When' Sheldon Messinger learned of Clausen’s plans, he

suggested that Clausen might also follow up the schizophrenic

women whom he, Sampson, and Towne had studied in the late

In addition to the families originally interviewed in the fif-
ties, Clausen’s group would also interview families of a new
group of patients hospitalized for mental illness in the 1970s;
this time; they would interview both patients and their spouses.
New patients would be found in the same areas as those in the

original study. Financed by a grant from NIMH, Clausen began

the new study in April 1971. His principal assistant was Harri-

et Murphy, who had interviewed about a third of the families

in the fifties. For the first few- months, she coordinated the field

work in the Washington area. When illness forced her to give

F

up her position, she was replaced. by_Carol Huffine, who was .
soon. to be awarded a doctorate in sociology at the University of
California. Huffine joined the project in early 1972 and has
continued to be Clausen’s_principal professional colleague on

the study through the years:

Doing it the Rard Way

For.a_man nearing retirement, Clausen was taking. on an

enormous job; requiring a mixed bag of skills and. sensitivities.
He_had; however, already proven himself adept at this type of

intricate sociological research. He goes at it the'hard way. He
insists on working “close to his data:” For example, he inter-
views some familiés himself. He pays attention to them, hears
what they have to say, keeps an open mind so that unexpected
responses don’t pass by. He and the other interviewers go ifi to

learn about the nitrty;-'g'ri’tijg;d;e;gailé of mental jllness from thaose
affected by it—not to. ‘‘administer a questionnaire.” His re-
search design now involves using enough subjects to allow for

statistical analysis: In collecting, quantifying, and analyzing. his
data, Clausen is a hard-headed scientist. He attends to- detail,
teases out the hidden biases, checks and rechecks reliability: To

avoid .becoming enamored by these guantitative findings; he

then_turns back to the cases—the stories told by the people
being studied. . L

The first task Clausen’s group undertook in 1971 was to
locate the families who took part in the studies in the fifties.
Dogged detective work was required to track down the fami-
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lies—most on the other side of the. country from Clausen’s

Berkeley® headquartérs—in rapidly changing urban centers.
Public records had to be 'c'héékéc@{qr names. of patients who had

died; hospital files_examined, phone books scanned, rumors
pursued. Surprisingly, more than half of the families had re-
mained in the area in which they had first been studied. Most
of those who had moved had merely gorie from city to suburbs;
but many had moved several hundred miles away. ___

‘Over. the ‘months, Clausen’s team was able to account for

 about 85 percent of the total group of patients—whether living

or dead; whether subsequent treatment had been required, and
current whereabouts: Once the families were located; Clausen

and his colleagues had to step back and consider whether re-
interviewing them might entail risks to their welfare. Would

recalling their experience with mental illness touch off Hew
reactions to old troubles? In soime cases, where_a_patient had
committed suicide or died soon after returning from the hospi-
tal, Clausen’s group decided not to subject the families to fur-
ther interviews: _ o : :

.- Of those they tried to interview: one in 10 of the patients or
spouses refused. When the spouse was dead, refused to be inter-

viewed, or could not be located, the interviewers turned to the

~ patient or a relative such as a grown child.

Sometimes they could find no one. All of the “Iost” cases

involved female patients. Clausen believes that name changes
and the instability. of many of the female patients’ husbands

account, in part, for his group’s inability to locate some femaie
patients’ families. He notes, however, that these familjes were
difficult to study in_other respects as well. Wives of male _pa-
tients were better educated and miich miore willing to partici-
pate-and to respond fully during the interview- than were hus-
bands of female patients: Clausen remembers that the wives of
male patients in the_first study welcomed an opportunity to

talk with a sympathetic listener, and many established close
ties with the interviewers: The husbands of female patients; by
contrast, could talk with coworkers and other confidants. They
were not the kind of men who liked to talk about their feel.
ings—with their wives or with an interviewer. At followup;
they had not changed markedly. As a result, information on
female patients is skimpier than that for malé patients.
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 Interviewing the families took the better part of the first 2
years of the reriewed project. In most cases; the spouse was
asked aboit the patient’s treatment history, the couple’s mar-
riage, the occupational careers and social participation of both
spouses, and the children’s development and current status.
The well spouse was also asked to assess the overall impact of
the patient’s illness on the life of the family. Those who were
separated or divorced were asked additional questions about

that experience. Over the next 2 years; the research team spent
long hours painstakingly coding and recoding the_verbal re-
sponses into quantitative form. Clausen was_scrupulous about
reconciling all discrepancies in the coding, because his sample

size was too small to allow room for technical errors in the
data. The coding job turned out to require ‘little short of
herculean” effort, says Clausen. In addition to_the followup
interviews themselves, data from Sampson and. Messinger’s
original_California study had to be coded to match Clausen’s
study. Changes in computer technology meant that his own
interviews from the fifties had to be recoded. Background data
on the families and clinical records were also coded. Just devel-
oping -codes that would render data from several samples com-
parable proved to be a difficult and slow task: ' _
Deadline-defeating gremlins kept popping up. Grant money
was delayed and coders had to be laid off. A careless research

assistant failed to follow instructions, and some of the coding
had to be redone. Clausen’s grant was reduced durirg a period
when the NIMH research budget ha¥ been cut and all projects
were _scaled down. As a result,- Clausen and his staff were
forced to give less time to the project. ‘
New Rules, New Wrinklas

__Meanwhile; for the second part of the study involving new
Qggiéﬁté; Clausen was negotiating with State and local mental
health facilities to obtain access to records. One mental health

center was closed to him because the city's attorney adamantly
_opposed such research—perhaps a sign of the public’s increased
sensitivity -to the rights of patients. Clausen, himself acutely

aware of the stigma of mental illness; willingly agreed to sign
affidavits pledging that all records would remain confidential.

(R
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_Because tpeatment practices had changed so dramatically in
recent yeafs, Clausen had first to monitor the flow of past .
admissions to the participating hospitals and clinics to. learn
where patients meeting his research criteria could be, found:

When he began_the new study in 1971, he had assumed. that

many of the patients he wished to study would now be. treated

in outpatient settings. He had, in fact, hoped to compare fami-

Contrary to Clausen’s expectations, few

of the husbands and wives who broke
down in the seventies were treated as
oulpatients.

lies of patients who were hospitalized to those of patients who
were not. His assumption proved wrong. In the counties includ-
ed in_the research—Maryland’s Prince Georges and Montgom-

ery Counties and California’s Alameda and Contra Costa Coun-

ties—very few patients meetiig the research . specifications
were being seen as outpatients. (The new group of patients, like ;
the old; weré to be white, married, living with their spouses,

between 20 and 50 yeats old, not: previously treated for mental

illness; but now diagnosed as schizophrenic; manic-depressive,

severely depressed, or psychoneurotic.) S
Another difficulty arose as a_ result of stricter procedures for

protecting patients’ rights. State and Federal regiilations, as

interpreted by Berkeley's Committee for the Protection of
Human Subjects, required that Clausen obtain the signed con-

sent of both patient and spouse before_interviewiiig them. Sev-
eral patients refused to sign. Like most “researchers, Clausen
enthusiastically supports the need to protect patients’ rights
and privacy. But he thinks that local committees charged with
that responsibility too often rely on the signed consent form
and fail to consider alternative mechanisms. For his study, for
example;_he preferred giving the patients and their spouses a

- statement, signed by him, that would explain what the study

was about and spell out their rights as subjects and his duties
and responsibilities as investigator. Clausen explains that many

respondents,  particularly those in the working class, . have
heard over and over that they should never sign anything.
Among Clausen’s prospective subjects, this reluctance to sign

|
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forms was compounded by the fact that bonh patlents and

spouses understood that the researn.h had nothing to do with
the services they were receiving.. They knew their. partlclpatlon

was wholly voluntary and that ihey would be offered no serv-
ices by the research team: Clausen's group asked them to take

part in the study merely because it: mxght help the researchers
understand the problems of famlhes S0 that eventually other

Clausen. belleves that if he had been able to forego consent

' forms in favor of a statement of explanatlon and commltment

he would have been able to come up with a more representa-

tive sample than he did. Patients who refused to ,Sign consent
forms either had strongly paranoid sy'mp'to'*: G few _patients
refused because they saw -the research”as

stealmg their se-
crets’) or were from famllles in which there had been . intense

conflict before hospitalization. As a result, their families may
be underrepresented in the new samiple. '

The brief t1me that patlents are hospltallzed today 3150 1ntro—

week or two in the hospltal on their first adrnlsslon Freque'lt-
ly, they are released only to be readmitted shortly thereafter.
Ifi sorie cases in Clausen’s new sample; therapists of patients

who had been in and out of the hospltal advised against trying
to interview them: In other cases; patients persuaded their

wives and - husbands to end partxcxpatnon beyond: the second
interview. Some patlents were hospitalized for such brief peri-

ods that they were lost to the study. Clausen estimates that a

third of the potential population meeting the study’s criteria
was lost.
Of the 41 patlents who finally comprised the new group, 18

were men, 23 women. Only one, a womarn, was. treated in an
outpatlent setting. The majority were seen in the psychiatric

services of general hospitals or local private psychiatric hospi-

tals. After interviewing the new patierts and thelr famlhes the
research team agaln coded and recoded the mformatlon They

tients and 1ndependently dlagn05ed by a psychlatrlc consultant

"Dr. Carlos Sluzki. Clausen took this precaution .to. assure that

patient groups were similar, because he. wished to compare the
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new paments experience to that of patlents ‘first hospltahzed in
the fifties (2):

Heportmg Back
_ In the 8 years since Clausen returned to the study of . famxhes

of mental patients, few reports on the work have reached pro-

fessional audiences. The research has required far more time

than Clausen had anticipated. He - acknowledges that he origi-
nally underestlmated the complexity and cost of the work he

had set out to do. As g resiilt, he has been short of. funds and

staff durmg miich gif/the project. He also admits to_trying to do
too many things at once. WHile working on the family study,
he -continued doing research &t the Institute of Humagﬁiﬁ)ﬁevel-

opment dlrected a large traini 1g-grant program, and. served as
Chairman of Berkeley's Depar¥ment of Sociology for 2 years:

By its very nature, longitudinal research in the social sci-
ences is enormously time-consuming, however. Urlike physical
and biological sciences; ‘where definitive laboratory experiments
can often be done in relatively\short_order; collecting data
-aboiit social and behavioral _procesges is él()w-gomg And as it
progresses; hindsight becomes cleadyer._and clearer. Clausen
notes that “in the later stages.of any hesearc

esearch, we wish that we
~ had done some things dxfferentlyl' in

e family project, some
interviews, inevitably, “would lead to new hunches and to revi-
sions of some of our classifications.” But niany -revisions siig-
gested by the clear vision of hindsight could not be made with-
out starting over. To maintain comparability from one sub_]ect
to the next, one sample to-the next; Clausen; like other social
scientists, has been forced at times “to live with imperfect
measures.’ .

- Clausen resxgned his department chaxrmanshnp in mxd 1978

Ndvii he and Huffine are; indeed; hvmg with their measures—
" perfect and 1mperfect Well along with their analysis of the full

set of data, they are exammmg how each patient’s sex and

dxagnos1s are related to the process_of deﬁmng mental 1llness

and - the consequences. of mental illness for the patient and the

family -They are also attempting to. ykegg!} the effects of social

class, the- quality of the marital reiationshxp, and personality
féatures m both patxent and spouse on. these safme factors
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male schizophrenics), each possible source of variability in re.
sponses to mental illness is being examined separately.. ..

Much of the analysis of data on the long-term consequences
of mental illness has already been done and several articles
have been accepted for publication. Comparisons between the
fifties and seventies families are well under way. During the
next year, Clausen and Huffine will. prepare a monograph
which will describe thie entire project and report their findings;
The results given below are drawn from four sources: articles
and papers based on the fifties” studies; grant applications and
interim reports on the new project to NIMH, several already
completed papers reporting analyses of the followup data, and
interviews and correspondence with John Clausen.
FAMILIES OF MENTAL PATIENTS—THEN AND NOW

In their analyses, Clausen and Huffine are comparing the

experience of the 41 families of patients first hospitalized in the

the comparisons contrast the families of schizophrenics to fami-

‘lies of patients who received other diagnoses (psychotic depres-

sion and manic-depression, severe psychoneuroses, reactive de-
pression, depressive netirosis; or personality or character disor-
der). ' 7 o o
In the new group, proportionately fewer (50 percent) were.
diagnosed schizophrenic than the fifties group {70. percent):

Half of the new patients were 37 years old or younger when

- hospitalized. The fifties patients were a_few. years younger at

the time of their first admission—perhaps reflecting the fact
that there were more schizophrenics among them, and schizo-
phrenia typically appears at a younger age than do-the “affec-
tive’" disorders. The new group; as expected, left the hospital
much earlier than did the fifties patients (measured in weeks

rather than months), and far more were markedly symptomatic
when they left. '
ﬁéébghizeﬁg Mental lliness

In families studied.in the 1970s, Clausen’s group #ave special
attention to learning the “grounds of normalcy” in each home,
Their earlier interviews had taught them that the process of

; Si
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recognizing mental illness was always affected by the family's
longstanding perceptions of what was ““normal” for them. The

relationship between h a li owr,
influenced by, but sometimes very different from, cultural
norms. The spouse is most likely to try to fit unusual behavior

into the pattern of perceptions accumulated over the years. As
the NIMH group noted: “'Symptomatic reactions which are in-
tensifications of long-standing response patterns become part of
the fabric of life and are not easily disentangled as “symptomat-

[ ]

1C. o d

_ Before on& spouse became mentally ill* nearly &ll of the
families in both old and new groups had been established long
eniough for the husbands and wives to have developed stable
expectations of each other: The fifties patients had been mar-
ried for an average of 10 years, the seventies group for nearly

15 years. The marriages in which the husband eventually

became mentally ill, however, Were much happier than those in
which the wife became ill. = ' B
- -For those hospitalized in the fifties, four out of five femalg
patients' marriages were unsatisfactory to one degree .or an-
-pther. Many had beeri torn by pervasive conflict. for years: Even
before the wives experienced symptoms—hearing voices; for -
example—their -husbands saw them ‘as disturbed: The men
characterized their wives as jealous, suspicious;, nervous,
moody, shy, immature, or complainers. Male patients had much
better marriages, rarély -marked by longstanding conflict. As
often as not, their wives saw them as essentially normal and
healthy befoye symptoms appeared. Some described their hus-
bands as weak in character, spoiled; or physically ill. By and
iarge?howé\'/ér, they saw their mates as mentally normal.
Clausen says that he is not sure.if the harsh charicteriza:
tions of the female patients reflected what were, in fact, very

. inadequate personalities; or. were simply expressions of “the

male’s stereotypic tendency to see the female of the species as
more neurotic than the male.” W -

In the families of patients hospitalized in the seventies, there ,_
was far less_overt and. bitter cénflict than in theé fifties group.

The investigators speculate that, among other factors, this
change could be. related _to duration of psychiatric problems or
today’s easier divorce procedures. As with the fifties familjes,
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male patients’ marriages had been:better before the onset of
""" »

) Most of the wives in the ﬁftle groﬁp were unable to pomt to
a single strange- or djsturbing reaction that convinced- them
that their fiusbands were mentally disturbed. Most, like Mrs.
Foster, endured; unable to separate the bizarre from their.over- ..
all knowledge of their thusbands’ perso’nalnty and family expec-

* tations. The :problems_ usually began at home, within the

family—physical - complaints, expressions of inadequacy Or

}hopelessness -withdrawal; nervousness, deceptiveness, slovenll-

ness, aggressnveness, suicidal behavior, delusions, hallucina-
tions.- All piled .up and eventually spllled over into more publlc
domains. i{cessnve drinking and mdecent or bizarre behavior
en occurred then.

F

Séin’é ii&iz‘éfi’ié tiiéﬁiééibés "éxﬁréssad ihé

i:,'-' -

notice of thelr w1ves symptomatlc behavior. A wxfe mlght

.accuse the husband of being unfaithful, move out.of the mar-
riage bed, withdraw psychologlcally Then shed let. the

housework go. For many, symptoms went on. for.a year or more
before the husband sought help: ‘In se%eﬁrgﬁlimstances where
conﬂlct had been rlfe, says Clausen;’

n, “*husbands maintained an
almost mcredxble tolerance of deviance for many months with-

out communicating. thh anyone outside.”” " .. ,
- Like the fifties group, when the well spouSés in the seuentxes

ﬁrst noticed that something was wrong, they mterpreted it as

nervousness -or:irritability: “Agam,’ says Clausen; "‘a maJorlty

of wives and- husbands mmally saw. the patient’s problem as

somethiﬁg bther than mental illness or severe emotional dis-

‘turbance.” Again, spouses perceived the onset of problems as

gradual. The investigators- found.that; in the new group, hus-

bands of plder wolmen. were. stIH often interpreting their wives’

distress as a sign of menopause-—- ‘an old husbands tale that

\
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Sist iX wives mterpreted her
husband changed behavxor as serlou, emotxonal dxsturbance

permsts, notes (;lausen Whlle one in

conclusxon about a mentally il wxfe Another fourth of the

‘male patients’ wives and a fifth of the female patients’ hus-

bands considered.the. possxblhty of emotional dlsorder but found

other explanations equally plausxble :
. In both the fifties and seventies groups, some patxents them-

- selves expressed the fear that they miight be mentally ill. (It

was™pot uncommon for their families to protest such fears, -to

deny \hat they were. mentally ill.) In other cases, the patlents

" had told their ¢ spouses that. they felt elther persecuted, serious-

ly ill physically, or guilty of sin_or ‘some terrible sct. In many

. cases, the patient simply withdrew; and the spouse was urable

to- tell the lnvestlgators what the patxent felt was happenmg
‘In the fifties, if the dlsturbed spouse’s symptoms had been
persistent; the household’s day-to-day routiries becdime serioiisly

disrupted in the month or so before hospxtallzatlon Norie of the
couples was getting along well by ‘then; If the marriage had '

been good the spouses xmtxal anger mlghL have turned to

your head exammed " IF you 're not careful you ‘Il be a.mental

case.” The sameé patterns were also found in the seveuj:xes'~
families. The spouses again dealt with the problems by coaxing;

be{t,gmg. pleadlng, and sometxmes beratmg or avoxdxng the trou-
bled partner: . :

b the fifties, children were not uswally mvolved untxl tlus‘

late stage” before  hospitalization. Especially “where mothers

‘were’ psychotxc, child neglect and, less often; abuse prompted

the spouse to seek hospltahzatlon In other cases assaults on

just. before hospxtahzatmn many mothers (especxally ’those in

happy marrxages -continued -to care for their children, and

many men continued to perform on the job. “Indeed" says
Clausen, ‘these seem to be the mlmmal role funetrons that

Just before hospltahmtion roughly seven in ten of the seven-

ties patients were Showmg bizarre. or aggressxve behavxor that
reached levels the spouses could not xgnore (Most of the other

‘patients were depressed or acutely anxious:) As with the fifties
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fnmnhes, the murltul relatnonshnp was ir'rip"a'ired long befcre

other major roles became affected. And, as in the old group, the

male patients’ performance on the job 'a”n’d the female patlents

performance as mothers were not markedly impaired until just
before hospitalization. .

. In.the 1976s families; Clausen S group aql?z%(;l1 for 'det'ails' 'a'bout
the patxents effect on the children. The symptomatic
tended either to withdraw- and_not respond to their chlldren or
they became more critical. “‘Mothers were also sometimes less
responsnve but more often were reported to be critical, severe;

or (ocoasnonally) hostnle or bnzarre in dealmg wnth the chil-

: Fieacuon of the Spouses

Clausen and Huffine found that spouses in th ie new group
were more sympathetic. toward their. mentally il mates than
were those interviewed in the 19005 But in both gr ups, wives
of disturbed husbands were, on the average, more sympath

athetic
and understanding than were the husbands of female patlents
In the new group, where the, patient was 1nterv1ewed the well
spouses’ perceptions of their own reactlons were largely con-
firmed by the patient spouses. In the new group,.- two-thirds of

the wives were reported as imore acceptmg than reJectmg of

their symptomatic husbands, and some of the rest became more
accepting once they recognized that their_ husbands were men-

tally ill. By contrast, four in ten husbands were seen as reject-

ing their mentally ill wives in some fundamental way

As might %)e expected, the happier the marriage- befor the
breakdown, the more likely it was for the spouse to/?ead

sympathetncall:y In marriages that had turned sour; even the

¢

The Search for Help '

: lees of the orlgmal 33 patients in the NIMH study seldom
knew where to turn for help.. Many consulted family, physi-

cians; but in half these cases, the physicians failed to recognize

the psychiatric problem: In several families, the wife turned
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her husbnnd over to hl‘a parents. who sometlmes de arrange
for hoapltaluatlon In other cases; clergymen were consulted or
the police brought in. They, too, often failed to help the wife
clarlfy what was wrong. ‘As a result; “the paths to the hospital

were beset thh obstacles and traumata I'or husband and vute "

l‘)’?()s had a somewhat easier time. In the ﬁftles group, spouses

often reported that their most dlfﬁcult problem had been get-

ting the. dxsturbed spouse into the hospital once they had recog-
nized that it was. - necessury. In the seventies, only one spouse in

eight saw the process of hospltahzatlon as the most difficult

problem. .
Nevertheless, Pdtients still often underwent prolonged sy'm'p'-
tomatic treatment for physical symptoms or for “‘nerves,” even

when they exhibited bizarre psychological symptoms. Nearly 80

percent of the patlent& consulted a physician about their prob-

lems at one time or . another: While female patierits usually
went on their own initiative; male p’itlent‘\ werit at their wives’

insistence. - Half saw a phy5101an _more. than a month before

they were hospitalized. And in more than half the cases where

seen, the physician failed to,advise consultation with a psychia-
trist or to actually refer a patlent toone. __ __
-As with the: fifties group; it was most often . the -Spouse Or a

profé551onal who first:suggested that the patient’s problem.was
mental - or emotional. - Physicians decided that the patient
should be_hospitalized in_the case of nearly half of the female
patients. Most often the patient agreed to the move. The great
majority of the other patiénts were hospitalized because their

spouses,/or';they and their spouses together, decided that it
would - be fesnrable A sixth of the male patients decided on

their own to be h05p1tahzed Parents of tb@ seventies patients.

were much 1&5& often involved in getting the patieiit hospital-
ized than were parents in the fifties families.
Clausen. and Hufﬁne found that, to their suf'pnse an unhap-

pnly married woman was more likely to get into treatment

56

“.
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within 3 months after a breakdown thar was a woman who
had a good relationship with her husband. They believe that
this difference might be attributable, in part, to suicide at-
tempts or other acts that precipitated hospitalization. But an-

‘other factor may be that husbands whOSe wrves were extremely

to seek psychlatrlc treatment Because the sample is small,

Clausen says he doesn’'t warit to make too much of. this differ-

-ence. “But there 15 a suggesthn thut wives. today ure somevyhat

they were two decades ago _

‘Only one in five of the new patrents was commntted com-
pared to three in five of theorlgmal 80 patients. In one of ten
of the .seventies cases_the spouse called the police to take the

patnent to. thﬁeﬁ hosprtal The police were also involved in six
cuses. where there _was a court order committing the: patient.
Nearly halif of the families had become involved with the police

in the 1‘)505 R

clude that It is not much easier for a husband -or wife today to

rééoénxze mental disorder in a spouse than it was 20 or 2

sources for treatmg mental 1llness makes the hospltallzatnon

- process much easier. “Moreover,” he says, “if physncxans do not

always recognijze a psychosis when it is ﬁrst presented to them;,
they at least know where to refer the patient once they have
recognized it.’

An Absent Partner and Parent o *

brought even greater upheavals Mothers or f‘athers wives or
husbands were gone for months at a time. Patients in Clausen’s
fifties’ sample spent an average of 3 to 6 months in the hospl-
tal, but six of the 80 patients were there for @ _year_or more:

When the husbands in the first group .were hosprtalrzed in St.
Elnzabeths Hospltal their wives were told €o pre are for a long
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thelr thldren wrth them. A few moved in w1th the1r parents, a
few left their children with their parents during the day.
As Qlausen and his colleagues had. antiéipated when wives

. were. hospitalized in the f‘ftxes their families frequently broke

up. temporarlly Children were often cared for by their grand-
parents or other relatives; who sometimes lived far away.’
Unhke the families in which thesfather was the patlent very

young children were usually placed somewhere outside their
parentdl home when their mothers were hospltahzed “Even

when wives of male patlents worked report Clausen and Huf-
f"ne, they gave hlgher prlorlty to the child’s needs than udld
husbands of female patients.”

~ Families in the seventies suffered far less disruption when a
parent was hospltahzed. With the hospital stay usually under 3
weeks, children were rarely placed with relatives except for
care during the day. Unless the patient remained seriously
syinijtoinétié the iirréngeniénts were temporary. Not one wife

in the”rercrent group toolgaﬁjoh because her_husband had. been

hospitalized.. “On._the. contrary;’ say. Clausen and Huffine; “‘a

substantial. proportion of mothers who had been workmg took

time off from the job or put in shorter hours:”” This was also

true of husbands:

~
—

Children often have the most problems
when their parent returns from the hos-
ﬁitﬁl; : :

sen and his colleagues have .the 1mpressnon that such v1s1ts

_were much less frequent than they were in the recent. group,

Hospitals are more readily accessible. in the _seventies: The

great majority of the new patients were visited by their chil-

dren as often as they mlght have been if they had been phys-
ically ilk:

93
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chlldren responded to thelr parent s absenice. The wives of male
patlents usually saw- slgns that the1r chlldren were. upset -or

ported that children’ were not concerned. If there had heen

longstanding conﬂlct, ‘the children might even be reported as

relieved. Clausen and Huffine are skeptical about these reports;

especnally thow of the. husbands Thexr recent 1nterv1ews w1th

suggest that many chlldren are far more distressed than their

parents seem to realize.
_The wives of male patients h05p1tallzed in the fifties often
learned some valuable lessons When the 1nterv1ewers asked

realize that i cauia handlé”thlnés myself.l Somiie, especially
those who expressed a need for autonomiy, kept their jobs after
the1r husbands came. home and retTurned to work Others who

“They" wanted to control their destinies, and not have._ to

depend on somebody who mxght be in and out of the hospital.”

Few w1ves, in fact, stayed with husbands who continued to be

Husbands had the OppOSIte eXperlence They were far more

lxkely to repOrt that they didn’t realize until their wives

became 1ll that they weren't able to do many things. They were

- also more likely. to_stay with wives who continued to be symp-

tomatic; often participating very fully in some homemaking

chores

Explalnlng to the Chlldren
- Clausen was surprlsed to learn that when a mother or father

becomes mentally ill today, the spouse receives no. more guxd-

ance in dealing with children’s reactions than parents did 20 or

25. years ago. At least this was so forlahe famihies he studied.
e

“Desplte all the talk about famliy rapy,” he complains,

called in for an_ interview by the ‘treatment staf ' As far as

Clausen has been able to determine, none of the patlents

5 S)
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spouses wius even usked ubout the chlldren In the past quarter
century, mental health educators have rnade repeated attempts
to distribiite miaterials advising ' families -how to deal with
mental illness. Some of the 41 families in the 1970s had read
books or pamphlets that contalned suggestlons for copmg w1th

w1th the chlldren as to what was gomg on.’ The spouses d1dn -

know what to say. “They tended to shy away from talki "g Y

about mental 1llness They still do.” .
Clausen describes a typical parental response in_a famlly

w1th several young chnldren ’I‘he mother had been taken to_a

'arrested for trying to sell what she said were mﬂntary secrets

Her neighbors noticed her absence and assumed. sherwas away
on a visit. Then one nelghbor learned that she was_in the

hospital. He waited for a few days before broaching the sub_]ect

and he found that when he finally did; the husband was re-

lieved. The husband said he hadn’t been able to bring himself

to say anything about it to his friends and neighbors:

The nelghbor offered to help w1th the children. It was then
that the husband had to admit that he hadn’t been able to talk
with them about their mother s breakdown No one at the
hospltal had asked him if he needed help with the children. No
onerofrfrered adv1ce
- While the wife was hospltahzed the husband was relieved to
193‘$1,t,h3t most of his neighbors were supportive. They brought
in meals and helped care for the children. The youngest child
wa§ éé'pé'ciélly troubIEd by hié inothers absenée He stérted

She subsequently abandoned her famlly I
In the families Clausen studied in both the ﬁfues and seven-
ties, less than a third of the well parents who had children_old

enough to understand the problem told them what was happen-

ing. “The parent will either say; ‘They’re too young to junder-

stand,’ or ‘They know what’s going on. (

\

o}
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. How do they explum the 1” parents absence’ The well
'paxjent will often tell young children that their mother or
father is S”Liffe‘i'i'rig'ﬁ"o'ﬁi ébiiié {ihj’éibé} éihﬁéht-——é t'o'oth'a”che 8

someone becomes sufﬁcnently symptomatlc to be hospitalized—
all that is brushed under the rug.”

Older children mlght be taken into thelr parent s conﬁdence
partlcularly their mothets Clausen says that the mothers

seem to _find it_ easier to discuss thelr feelings with their chil-

dren and to. recogmze that they may feel guilt and confusion:
_‘“The fathers are much more likely to deny that there's any .
effect on the children; at least that they’ve noticed. Fathers
typically say something like, ‘No, they just take it in stride.’
Mothers are much more likely to notice.”

Explaining 16 Ofhers

. When Clausen and his colleagues asked the spouses in the

fifties families. to characterize how their. partners mental ill-

ness had affected them socnally, the mvestlgators learned that

most felt stlgmatlzed Agam and again; these spouses.said they

expected hostility and criticism: Wives feared for their hus-

bands’ jobs, worried. that_old friends would avoid them, and
were anxious that their children. might be excluded from play
groups or be taunted by other chlldren They were concerned

;;,“Of, c,ou,rse it was gll new to me,ﬂI had never ,known anyone
like this before. At first I was a little ashamed, but now I'm
gettifig to understand it better. I kriow that miental illness is
just -like physical illness. I dont think pedple think about
mental illness the way they used to. Of course, I have cut out
seeing all but a couple of our fr:ends. There are especxally some

I have. cut out In fact;. Joe asked _me_not to tell his friends

while he was in Saint Elizabeths Hospital.”
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Two out ot three of these fann ies studxed in. the ﬁfnes had

hospxtaluatlon, but the commumcdtlon hetween the psychotlc
husband’s wife and her own family differed greatly from that

with her husband’s famlly “While - w1ves rarely sought “help

“Accusatlons and counter accusatlons are made Patlence is
short and criticisms_are easy and frequent.” The wife blamed
her husbands famxly for h1s 1llness, they blamed her “The

accentuatmg the prlor elatlonshlps between the wife and the

"""" %searchers reported in 1955. Wives fre-
quently complamed that in-laws had little. apprecxatxon of the
difficulties they experlenced As one wife saxd,ml feel hurt and

feel they have not considered me: All they are concerned about <
is my husband .

In their communication w1th outsxders sofe wives tried “ag-
gressive concealment,” cuttm’g out all social encounters Sopner
or later however, they would have to tell -someone—an employ— .

what others thought
The reaction of others was sometimes klnd d
ing, biit at times it was cruel The wife mlght be

coworkers about her lack of a sexual partner. or. sub

advances from male friends:;g#¥s0; while the husband was hospi-

talized, ‘‘there_was rather thorough-going avoidance by friends

and acquaintances;”’ . the mvestlgators noted. “Normal expres-

sions of concern for the welfare of one who is ill such as visits,

written messages or gifts are avenues little used for the mental

patient.” -
Although Clausen and Huffine have “Rot completed their

analysm of the data ~on the new famlhes s001al 1nteractlons,

than they were for families in: the fifties. The,well partners
seem to feel less stigma than did their counterparts 25 years
ago. One indication of this difference is that-the spouses seem
to be more open about discussing mental illness with their -

R2
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of the seventies patients were sent to State mental hospltals
Clausen says that another reason may be that mental healths
professnonals are themselves more hopeful about the prospects

ﬁftlea wxve a w1fe ln the seventles was not llkely

over to them. In fact, fbree out of four couples either did not
inform the husband’s parents of his hospitalization until after
it had occurred or did not ténu@@ about it at all. About a

(knew nothmg about it or weren’t told about it until afterwards.

The Heturnmg Patuent N

,,,In the fifties; when patlents returned home after a long stay

in_the hospltai their husbands and w1ves found them very

please the spouse by helpmg out around the house and domg

nnnervmg ¢ o
. Many of the former male patxents were _anxious about re-

1llness or had trouble ﬁndmg a new JOb But says Clausen,

those who did have trouble were devastated by it:.Contrary to

their-fearful expectations most men who returned to old jobs

found few problems in relatmg to. thelr coworkeré

likely to return to thelr old Jobg than were those who first
suffered a psychotic breakdown in " the ﬁftles ThlS dlfference,
say Huffine and Clausen, is probably partly due to the shorter
duratlon of hospxtalxzatlon in the seventles group Eut other

experience. The -men - in the new group were. older, on the

average, than in. the old—a factor which in itself was positively

related to JOb retentlon They also had somewhat hlgher Ievels

of occupatwrra‘f attainment; another factor which; in both old
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and new groups. was posntlvely related to returnmg to an old
job. SRR

Today s Treatment Practlces o
_The revolution in standard treatment practlces for the mexL

tally ill has solved some.old problems and introduced new ones

for families: For the most part; the short hospital stays seem to
be less dlsruptlve for families than the long hospltahzatlons
common a quarter of a century ago. The short stay is much
easierto handle—like:a hospitalization: for a physical illness—
aeéording to Clausen Béing treated in the iiéyéhiatrie 'v’v'a’ra of a
lng than golng, to a State ,hospl,tal In,the earller,st'udy, w1ve§
" whose husbands were treated in a Veterans’ Administration ~
hospital lélt less stlgma The wwes could just tell frlends “My

that he was on a psychlatrlc ward
- Long periods of hospitalization chd have some advantages,
however There was more tlme to heal the wounds opened in

was gone longer, somme famllles would go through a honeymoon
period after-being- reunited. This is less: common today. In some
of the families who experlenced a ﬁrst hospltahzatlon in_the
seventies, the coohng—off period. was not long enough, Clausen

concedes: “Some patients are returnmg home while there's stlll

so_much turmoil; and they may. still be. symptomatic_ or - 50

heavily drugged.that they don't relate:"” The patient-more often
returns to the hospital in short order. Patients hospitalized in
the fifties;, on the other he;iid 'wo'ma be allowed to go home for

lndeﬁnlte pass—and be dlscharged a year or Sso later ’\They
were kept_ on a string tied to the hospital.!” Clausen and Huf-
ﬁne -also- dlscovered that desplte the reduced 'chance of break-

" to recover? One that is short enough to prevent patients. from .

becoming. chronically dependent on. the hospital and/or es- .

tranged from thelr families? Glausen thinks - there is mo optiq
- . “"\‘»"' _ y

>
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the famllys composmon and mternal relatlonshlps, and the
'resources avallable to 1t “Some studles suggest that patlents

erably submded do better tpon return than patlents whu have

py,” he notes. While this issue is_ far from. resoived treatment

staff must- always keep in mind “the alternatlve considerations

of giving the family a _moratorium, on the one hand; and yet

not completely cuttmg the patient off; on the other.”

Like the patlents many spouses were, \
afraid of psychiatric drugs. They were

often concerned that improvements may
. not be ‘‘real” One husband said, 1
don ’t know ﬁow mucﬁ of her personalzty

' pllls.

>

T

,,T powerfui psychxatnc drugs, on Wthh many once—hospl-

talized_patients depend, present problems of their own. Clausen
5}@ other ”Crlr'lthS have observed that drugs are often prescribed
indiscriminately 6f iﬁéﬁﬁfbﬁfiéiel&, ésheéiélly fdi' ﬁétiéﬁts iii

drxjugs being prescrlbed to patlents in both thelr old and new .

samples. They also have information on the: method of momtor-JN
ing drug use and how family members m‘huence the patierit’s
use of drugs Clausen observes that m somme mstances very hlgh

tormg “Wide varieties of drugs are used in rapld successiom,

sometlmes for patlents whose problems appear. to. be relatlvely’

decade or more but have sought help in the face of an extreme—
ly upsettmg 51tuatxon : N

medlcatlon than are the male former patlents Some of the

. wormen hospltallzed in the ﬁftles and now in outpatlent ‘treat-

ment ‘‘are being given far more dE’ugs than they need,” Clausen
<
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you want gn the way of drugs. ] It's rather appal,lxng to ,ﬁnd out
the prescriptions some of these women have—the whole range
of major and minor tranquilizeérs.” Clausen learned in one in-
terview that a former patient was taking four-times the maxi-
mum_ dosage -of one commonly prescribed; addictive tranquiliz-
er. She ébuldn't funétibn without it, yet she and her husband

hospltal 15 years earlier hit. her so hard that she couldn’t stay,

_she reported

using the drugs But only in a txny minority of cases” baye
treatment staff explamed tb the sp"o”us'e eithe'r the nat’u'r'e bf thé

live with others are more llkely than socnaliy Isoiated patlents

to take medication as. prescribed because. thel; intake is super-
v1s .. Using data from the followup. interviews_with the fifties

pa nts and ~interviews with seventies patients: and _their

- spouses; Huffine compared attitudes towardthé _use of psycho-

therapeutic_drugs to the patxents actual use: She found that; -

like. the general population;_many patients and spouses in this

study hold _negative -attitudes _toward. psyéhoact1vekdrhgs A
mindrity complained_of adverse side effects; but others feared

the drugs; felt that takmg thern Qned a_stigma;. thought that

they threatened the. patxent S_ autonomy and Jndependence, or

denied that they were necessary or effective: Huffine found

that the spouses’ attitudes largely.mirrored those of the pa-

tients: Even those who perceived real improvement in the pa-

tient’s. behavior or demeanor were often _concerned_that. the
change may.not be * ‘real”’—tHat it may reflect only the drt

power to mask symptoms. Huffine quotes one husband
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saying, "1 don't kniowggow much of her personality is her's and
how much stems from the pills.” o

 Nevertheless, despite the ‘‘fears,  sneers and side.effects;”

most of the patients in:the new group of patients_took_their
medication as prescribed for at least a month after hospitaliza-
tion. Some patients who appeared not to be complying with a

prescription were, in fact, manipulating the medication sched-

ule to minimize Side effects that interfered with day-to-day

activities. Some patients and their spouseS—apparently found

that the benefits outweighed the negative aspects of the drugs.
Others were able to cut down the drugs’ costs by manipulating
the prescribed regimen. - . o

‘Huffine_suggests that therapists should seriously take into -

_account. the attitudes of -patients and their families toward

"medication. Brushing aside fears and opinions is simply riot
enough; shg,says. The b?tiéﬁtﬁ’ past experiences and the opin-

ions. of spouse and friends are likely to prevail. A clinician
should not only take the time to explain what a drug is and

why jiﬁiiﬁé:é{gs;&isﬁj ;e should also alter the dosage and timing
of medication if patients complain about side effects. : - :

LONG-TERM CONSEQUENGES OF MENTAL ILLNESS
 In the analyses of the long-term effects of mental illness;
“John -Clausen and Carol Huffine have focused on the same 80

families from the 1950s samples that they are using for com:

. parisons with the 1970s sample: Interviews with 66 of these 80
families- were completed by mid-1973—between 14 and 20 years
after the patignts were firgt hospitalized: Clausen’s analysis of
wese families’ experience is-informed by his years of research

ngpafige normal ;jegéQx:éii at the Institute. of Human

¢Velopment. He and Huffirié are also making systematic tom-
parispiis betaveen groups within the study sample: The adapta-
.- tion,, of families of schizophrenic patients; for example, is com+
* paped to that of families in which the patient had an affective
disorder or severe psychoneurosis. Families with a ~ ntally ill
Wife are contrasted to those with an il husband. i these
and other characteristics' to define groups withi:. the study
sample, Clausen -and Huffine are examining the effect . of
mental illness on marriages, the children, work careers, rela-

tionships with others, and changes in roles.
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- There were somé - differences among the subsamples of pa-
tients. Most nonschizophrenic men were older than the schi-
zophrenics. The female patients were less educated than the
men; and their families were of a lower social status than those
of male patients. The wonien were first hospitalized after 1955,
when tranquilizers were! widely used; as a result, their first
hospital stays were considerably shorter than. they would have
been a few years earlier and were slightly shorter than were
the men’s. But their symptoms at that time and during the
succeeding years were more serious and persistent than were

. those of the male patients:.

- Whatever life held in store after the patient’s first mental
breakdown, none of the patients or their families saw the expe-
rience as an ultimately rewarding one. It was, says Clausen, “a

horrible family trial.” Some seemingly denied that it had ever
happened. ClauSen says a typical reaction in these familjes

was, “Well, we don’t know what happened then.” But few
families could forget the experience; because; in ‘the majority of

~ cases, the.patient subsequently needed mental health care.

Mental liiness in the interim N
By the early 1970, half of the former male patients had

received further treatment at some timé since the initial epi-

sode. By contrast, nine.out of ten former female patients, most

of whom were schizophrenic, had been treated again. The ma-
jority of all patients who received treatmerit were dlso Hospital~

ized again—an .average .of threq times. Most spent only short

periods in the hospital when they returned. Some, However,

remained symptomatic and continued to receive treatment as

' outpatierits after they went home. =

At the time of followup, four patients were either in psychi-

atric hospitals or on their books. Another woman. had been

trangferred from a State hospital to a boarding home; where
presumably she will spend the rest of her life. Of the 80 pa-

tien i the sample, seven men and four women were dead.
Three of the men and two of the wornen had committed suicide:
two men had killed themselves while on leave from their initial
hospitalization; and another did so durifig a subsequent hospi-
talization.

. v Less than half of the men diagnosed as schizophrenic in the

fifties were currently receiving any form of ‘mental health
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treatment—-a smaller proportmn than any other dlagnostlc

group. Clausen and Huffine point out that married male schi-

zophrenics are;. among mental patlents a blest group. They

typically - havea _better prognosis than the other types of pa-

tients included in this study. “Marriage {(or the establishment

ofrzn intimate heterosexual relationship) is undertaken by a
minority of males who are at any age diagnosed schizophrenic;”

they note. “Those who do- marry have repeatedly been found
less likely to become chronic schizophrenics.”
What led to further treatment? In two out of three cases, the

as moderate to severe in two—thlrds of the schlzophrenmiﬁomeh

and the nonschizophrenic men. In most of these cases; the
spouse considered the patient to be mentally ill:

Dlverced Couples

. By the. early‘ eventres, a third:of the marrlages had ended in
Sroke up within the first 3 years after the first

h:bspltahzatmn—almOSt always when symptoms had;" reap-
ared. Most 6f the later separations came after a Subsequent

~;!msp1tahzatrbn The spouse was usually the one to ask for the

separation. In families with an affectively dlsordered patlent

the couples were more likely to have agreed upon the need, to
separate, and, in a few, the patient initiated the break:

In most of -these -families, the spouse asked for a separatron

- after the patient’s behavior had become intolerable: The wives

of most of the schizophrenic ;men who-continued to be symp-

tomatic had left by the time of followup Persistent symptoms

.in mentally ill wives d1d -not; by contrast, often lead to :a

_iarital breakup Separatlon was not a clear-cut event” in

many families of female. patlents according to Clausen and

Huffine. Sometimes. the famrhes Just never got back together
again after the wife retur fied from a, hospital stay. Husbands

didn't seek divorces unjesd they wanted to remarry. ‘“‘Some
families were so amorphods that it would be hard to say wheth-

er or not. they remained mtact ’ the researchers remark:
To. their surprise; whether a couple reigamed together unnl
the _time of followup. seemed. to- bear nc@?latlonshlp to. their

ratings of how happy the cotiple had beén’ before the. initial

hospltahzatlon Some conflict-ridden marrjages ‘had endured
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some that hud‘SeemeL%é ardmg in’ the ﬁftles had ended in
separation or divorce. ‘Anotheér- finding that surprised the re-
searchers was that middle-class families more often. broke up
than did lower—lass ones, especfhlly when the wife was the
patient.

Several couples who fought constantly finally separated after

their children left home—usually at an early age. In one, a
séhlzophremc mother encouraged ‘her three daughters to be
sexually provocative. When she invited the lover of the 16-year-
old# in, her husband tried to prevent it. He moved out because
he was unable to.

Marned Life Over the Years
: Of the 34 couples who were stxll together at the t1me of

followup, a few seemed to be happy. Most were either locked in

intermittent conflict or kad worked out a truce maintained by
spending little time or emotional ¢ energy on each other: A few

wvere at war. Yet two out of three spouses éharacterlzethhelr

of symptoms A thlrd dwelled on the symptoms and madequate
personalities of their mentally ill spouses.
In the families that remained intact, half of the patrents

spouses had consndered separation at some time. A number of
the wives and one or two husbands of patients are still contem-

plating. dlvorce whlle several patients’ wives have resigned

them;elves to unsatlsfylng marriages. In most of these families

" where separation had been considered, the patient’s symptoms

”o

had persisted and often included violent behavior.

Among those who had never considered separation, a fourth
of the husbands and -wives go their separate ways. Far more of
the couples who expect to remain together are highly depend-

‘
ent onseach other; however: Where the. wife was the patient,
one out:of three couples seems. bound. together by mutual
p';thologlcal dependence; despite frequent outbursts of hatred.

Few of the families where the husband was the patlent depend
on each other in thlq way, 1nstead most have worked out lives

“On the whole, say Clausen and Iquﬁne “wives of male
patlents seemed to cope miuch more competently with the dual
roles that were thrust upon them when the1r husbands were

rll



O

ERIC

Aruitoxt provided by Eic:

1 ot uy : . -
ibaN CLAUSEN : 675

. 5

- mcapautated In a lev«. famxlxe’: roles were actually reversed

the husband stdyed ‘home and the wife continued to hold a job.
Mr. and Mrs. Foster, whose exper1ence during the early 1950s

was described _above, are one of these families. They are stlll
together _and; by Clausen’s estimation, have a good relatlonshlp

Mrs:. Foster went back to school after her hiisband’s break-

down: For man) years now, she has taught school -and been

active in orgamizing professional training- for herself and other

-teachers. Mr. Foster has never held another formal; paid job;

but has done a good deal of volunteer work. Although he has

been very anxious at times, he has never been hospitalized: The
couple has no children.
Over the years;: the famllles of male patlents were generally

less rocky than those of female patients; the patient- -husband

was not often: symptomatic, usually held a steady. _}O.b had

smoother relatlonshlps with his spouse and shared more inter-

ests and dctivities. By and large,” Clausen says;. “their fami-

lies have been more stable than families of most soclologists
and psychiatrists.” . S

Half of the wives of former patlents were unhappy about the

disproportionate amount of responsibility that fell to them be-

cause their husbands did little to keep the household going.

These.men did ‘‘even less” around the house than the typical

American male, say Cl'a”u’sen and Huffine: But. that pattern had
started e€arly in the marriage and hadn’t changed much over
the vears. By contrast, former. femmale patients tended:to carty ¢
less -and less respons1blllty for Fousehold work ‘a8 th%* years -

wert by. Their husbands did muc~ of it. But only one: myﬁve of..
these men COmplamed about the arrangement
Famllles in whlch the hnsband had an affectlve p;wchosxs

atic ep1sodes whemthe patient was often Completely otit of'

control.” These husbands were less-abusive at home than were

husbands of schlzophrémc women. During manic episodes, they
acted out away from home. When they were depressed, they
were depressed at hom

Regardless of the patient’s sex or d1agnos1s, in most conﬂlct-
ridden marriages the fighting started over either spouse’s obJec-

tions.to the other's behavior or because of disagreements about
the_ children: in more than a third where the wife was the

patient; sexual relatlonshlps were an early focus of trouble:

) by
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the wife’ s thhdrawmg from the argument. = _ ___

Desplte the contmued and often bizarre. symptorns in _the
fémale patients, their husbands stayed with_them more often
than not. Bit, for miost, it hasn’t been a happy life: The hus-

bands of schizophrenic women ofteri had histories of problems

themselves—bigamy, poor work records, assaults, aires}s _Sev-

eral have themselves. been hospltallzeﬁ or treated for mental
disorders, and, Clausen observes, several others show marked
psychopathology. They often drank to excess, or took off; “leav-
ing the_children to cope W1th their mother’s difficulties:” They
.not only b ied their wives and children, but physxcally

abused them as well “One can t 1magme why the wives . or

interviewed about the mother s;‘hlstoxjx, a daughter phoned and

asked if she. could come in and talk. She wanted to counter the
lies she was sure her father had told. Telling the interviewer
that her father was extremely brutal; she-described how he

,beat up her mother; her sister; and herself. She said, for exam-
ple that he didn’t like. her _mother's smoking. If she lit a

sarette, he'd stub it out on her face. This young woman was

college which was rare among daughters of schizophrenic

iiothers; and she lived away from home during the school year.

But she returned.to live_with her parents during the summer.
“We couldn’t understand why she came home,”’ Clausen says.
“Perhaps _she stayed at_nome. to defend and ‘protect her

mother.” In a few families with a patlent -wife, however, the

husbands have been “incredibly humane, Clausen adds. A few
"altered their occupatxonal plans; gave gp chances for advance-

miernt that would have forced the family to move; took new jobs

that gave tiaem more time at home; or retired early. _ .
Some who had led unstable lives settled down.. One man;. for
example, had held 14 jobs in 13 years before his wife’s break-
down but has held the same job since she was first hospitalized.
“He's- gotten his life together. He's Orgamzed _His wife has

been in outpatient treatment a good part of the time since her

first breakdown.
1+

e




O

ERIC

Aruitoxt provided by Eic:

* JOHN CLAUSEN 677 .

e'm'o'tio'n'al support “He manages not to be around the house a

great deal "fhxs is one. of the strategres whereby most of the

logy The well spouse will have umon meetmgs, church activi-

ties, take on extra jobs in the . evemng, and in that way avoid
intense interaction with the patient:” _

_Unwittingly, the well spouses may be helpmg their- marrnage
partners by avordmg too much interaction with them Research

done by a group of London™investigators {Brown, 1rley, and
Wing 1972) suggests that patients engaged in intense motronal

mvol\iement with a spouse or another significant person in the
home are much more likely to be reh05p1talrzed This lrkelrhood
is everr greater if_that sngmﬁc -1 person is critical of the pa-

tient.. The rnore hours”per wee.. that the patient interacted
with the spouse or a ‘‘significant other,” and the greater the
emotxonal involvernent with_that person, the more likely the
patient would return to the hospital.

‘former. patlents and their families ap-
icted. Few entertgrgeg of had a wide

';nﬁed families were important. to a maJor-
el L
schxzophremcs were very close to some

peared to be qm,
circle of friendj
ity. About half of

\ member of their orlgmal families and frequently visited with
‘relatives. - - &

the patients derived most pleasure4

Home: This was especially true of m#e: .’;:v

ity of whom had no-closé¢ friends;: thelr ;j,aj;;acthtrgs were

almost excluswely eentéred on tHeir SQOlal lite and
frxendshlps Nonschlzophremc men; by cont ’st -went out with

friends alone more often than with their families. Among all

the patlents, four out of ten weré/said to have no Clgse friends.

_Other . than these ;relatlonshlps wr#,elose fa”r'riily members,

Less than half of the families belcuged to organizations, usual-

ly a church: Churt}b aetLvmes »xfére particularly important. to

the wives of male patlents
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Growing Up With Menital Iliness , _
e TnT T : . DR
Concerr};fggg}jgldrreniof psychotic parents has grown. as com-

munity treatment has become more common. Mentally jll pat-

ents are now-more likely to remain at home with their chil-

dren; except for short stays in%a hospital. Many of them are

still symptomatic when they retiirn home. Many break down

repeatedly. At those times, they may neglect or even abuse
their children-Their mere -presence offers the opportunity to *
invplve the children directly in disordered thought processes
and behavior, or to transmit distorted perceptions of reality:

' Several childjen had been particularly
bothered b7 their mothers’ hallucina-
tions. One said of his mother, ‘‘Like my
father hides his liguor, she hideés her
thoughts.” ( ‘:

 Sensitive to these potential hazards, Clausen and Huffine
have analyzed reports on 150 children of ‘patients first hospital-
ized in the fifties. They. have given particular attention to the

sex of the ill parent, the supportiveness of the well parent, and -
the patient’s diagnosis: The research team has systematically

analyzed the-development of the children:along a number of
dimensions—their _educational attainment, when they left
home; their problems; and_their relationships with their par-
ents. Because most_of the children have reached young adult-
‘hood; they and théir parents could look back with soitie dispas-
sion (and some anguish). at how needs were met and symptoms
experienced. It is these remembrances, especially those of 13 of
the children themselves; that provide a vivid pictiire of what it
was like to grow. up with a mentally ill parent. R
__Children with a mentally ill father had an easier time than

did those with a mentally ill mother. During childhood; they
“were more*likely to have two parents—a. father who usually

held a steady job (despite occasional problems) and a mother

who was sympathetic and supportive. Family life was stable

i
w
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mterference from the father. if the parents separated the chil-

dren alvizays went with the mother..

__Growing up with a schizophrenic mother was a much less

posrtxve experience: Sons had particular difficulty communicat-
ing wit® their mothers. Fathers often -failed to provide the
support and stablhty the chlldren needed Young chlldren were

again.

Serious Problems o
The researchers obtamed from the parents reports and chm-

val records some information on serious developmental prob-

lems. They did not attempt to interview any children except

those readily_available: From.the evidence they do have; Clau-

sen and Huffine conclude that the children of these patients

are not ‘“exceptionally problematic.” But a number of them
have had severe emotional problems or have gotten into trou-

Because most of the children had not yet reached the age of
maximum risk,; -Clausen’s group does not know how many will
break 'dawn' With a mental diéorder At leaét thréé had already

would have been expected On the other hand elght chlldren,
only about 5 percent of the total group of patlents chlldren
had been treated for what appeared to be a noﬁpsychotlc emo-

tional dlsturbance Clausen and Huffine belleve that a similar

proportion of such disorders would be found in the general
populationi. . . I
Children. of schlzophremc mothers _more often had gerious

problems than did those.of other patients. More than a fourth

of _this._group. _had. attempted suicide; become psychotic; had

illegitimate_children; or were serlously delinquent; according to
reports from parents or other direct evidence. The investigators
have indirect evidence that another tenth of the children had
similar problems

Social class was rela_ed to serxous"broblems in chlldren of
mentally ill mothers but not in children of mentally ill fathers.
In working-class families, 44 percent of the children with a

mentally ill motHer had serious problems, while in middle-class

By 4
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families, 65-1_9 9 berééﬁt of the bétiéht mothers’ éBil'dELii had

who were e under age 2 when thelr mothers were first hospltal-

.ized. While none of the eight children in working-class families

who had been under 2 experienced serious problems growing
up,-seven in ten who had been 2-to 6 had experienced such

. problems Children in these families who were 6 to 12 at the

time of the first hospxtahzatxon also frequeritly had problems.
&
The Cﬁildi‘éﬁ s Accoiiﬁté

have concluded that hvmg w1th the patlent made little -differr
ence; genetic vulnerabnhty to mental illness.seems to be the
more powerful influence in bringing on a breakdown in the
children. But thé stories told by the grown children from sever-
al families in Clausen’s study .poignantly demonstrate that
even if living with a mentally ill parent doesn’t cause a child to
become psychotic in later lee, it is nevertheless a stressful way
to.grow up. . ’
. Several of the children mentloned that they had been pat-
arly bothered by their mothers’ hallucmatlons——a mother

Ao’ talked with someone the child couldn’t see, another who

r’conldn t hear her Chlld 5 quesnons and comments because she

& was listening to an unseen voice: One young man related how

‘hls yotmger brother repeatediy became “‘so bugged” that he’d

thoughts ‘The other was convmced that her father used hlS
symptoms to control her He became delusional whenever he
dxsapproved of, or was threatened by, something she wanted to
do. .
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 The worst memories of childhood came from the young
adults whose ill parent had been disabled by symptoms. over
long periods and whose well parent was abusive or_unavatilable.

One child of a schizophrenic mother_and. a ‘‘hard-drinking;

isters, they talk about the “hell” they went
through together, and little else. “Such meetings are always

abusive father’-reported that, when she gets together with her
brothers and E:

followed by nightmares,”. Clausen and Huffine note. “All of the

children -in this family appear to suffer from emotional prob-
lems.” None has received treatment. “Indeed, a daughter re-

ports that no member of the family ‘will ever go near a psychi-
atrist.””’ , T '

'Some of the young adults recalled being extremely resentful

about not being told what was happening, or why certain be-
havior upset the parent who had been a patient. Clausen inter-

viewed  one young woman who was 8 before her mother ex-
plained! why her father acted in ways-she couldn’t understand.
Her father’s initial"breakdown came during the McCarthy era.
He feared that he would be accused of being a “red.” The
daughtet recalled:

S T e

T;héilgﬁejrg”mahyith gs that were never sayable-in
this household, éh%ﬁ,h?:slétheé, many colors, I could
never wear in froit of [father]. No red, no pink; no
purple, no brown. And-there were many kinds of jokes

sthat could never be said; and unfortunately -1 often
didn’t find out-about them until ‘after I had made

them. And then my mother would jump down my
throat. [Clausen and Huffine 1979; p: 205:]

_ Several children were old enough at the time of the initial

breakdown to feel responsible for it. But many.others felt
guilty about subsequent breakdowns. The well parents would

often control their children’s behavior with comments such as,
“If you keep this up, he'll end dp back in a mental institution.”

-

The Importance of the Well Parent

Clausen and Huffine have evidence from_clinical records that
a few patients physically abused their children.-“One child was
brain-damaged when the mother threw it against a wall,” the
investigators report. The child_has remained in a State institu-
tion. Another mother; who believed someone was filling the
House with poison gas to kill her children; broke winidows to let

K
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in fresh air, and then attacked the children with a broom
handle : E
-“On the whole, however, except durmg epxsades When delu-
_ sions guided :their behavior; the patients _abused the chxldren
/ less than did some of the spouses; especially husbands who
were heavy drinkers;”’ Clausen. _and Huffine remrt In families
where the ‘“well” Spouse turned to_alcohol -as a means of
coping, “the children have a double burden to bear, and it is
our impression that some of these have had the most difficult
time emotlonally .
in --many. famllles,rthe well/&ent spent. as much time as

thelr own prbblems of growing up. “In such famllles say
Clausen and Huffine, ‘“children expressed blttemess toward

both parents ” : é

Chxldren w}lose mothers were mentally 111 had pai } gigrty

dxff‘icult times. In the few instances w ex‘e fathers*were sup-
portive and sympathetic; the children we“é»better able to cope

with thejr problems. It was, however; the wives of male. pa-

tients who most often showed the strength aud competence

necessary - to provide firm regulatxon and . warm support. for

their children while still coping with the needs and. problems of

their ill husbands. Children of mentally ill mothers; es lally

those in the middle class; may sometimes have found support

and help with their problems f‘rom“teachers and friends:

__The._ evidence suggests say ausen and Huffine, that ' 11

dreq gffschnzﬁpgfflremc mother§"were miore likely to deal th'
tfiexrit:zgrglliyi problems by turning outsxde the horie for responge

and intimacy; others rebelled; quit school -then entered the
service or drifted: Children of affec ively dxsordered parents

were more._likely “‘to throw themseldes into their schoolwork,”

nota Clausen and. Huffine; “A mamc—depressxve father might be -

a terror to live with at some times; but at other times he might

be seen as ‘a kmght in shining armor’ to use the words of orie
( of the grown sons we _interviewed.” Unlike the recurrently
]

symptomatic séhxzophremc parents; a depressed manic
parent might functxon very effectively when not troubled by

symptoms ST

D]
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- Whatever else the children of mental patients experienced,
they all were profoundly uncertain about what was happening ~

to them: “Conﬂlct and recrlmmatnon frequently pervaded the

fam 1ly life space: With no explanatlon from a trusted caretak-:
er, those children fortunate enough to have siblings seem;often ;

to have clung to each other for support and hope,” the 1nvest1-

gators note: ;Q
Many fiot only survnved the ordeal but achieved “a_sense, of

competency and maturlty far beyond what would normally be

expected at their ages.” As with so many: ‘other childhood expe- "

riences, this achievement was usually p0551ble only where. the

- well parent. er_another- close relative gave the child support

Among workmg —class fdmilies, adolescerit daughters sometlmes
took over the mo hers role, caring for younger children and
doing the housework--and cooking. Some of these daughters

took thelr responsnblllty in stride aﬁd were even, :at times,

mothers returned Others however, felt - they hzd lost their
childhood. __ . ke

Desplte ‘great_ hardahxps and uncertamtles, \}nany chlldren

_ with close relatlonshlps with brotherssand sisters and support

from their well parents Bad warm feelings and pleasant memo-
ries about their family. ife. Whichever parent was mentally ill,
“children are more likely to retain a warm relationship with

the mother;” accordmg ta Clausen and Huffine. They say ghat

,,,,,,,,,,,,,,

this is especially true. of daughters “‘Relationships between

hlldrgn and both parents are predommantly warm only in

intact arnil' 5 of male pat1ent< Y .
Children of paretts who eventually separated were much

more /hkely to leave home permanently before they were 18,

Early departures were most frequént in working-class families-
where the -mother was the patient; more than half_of these
children left before they were 18. The number of chlldren who

remained with their parents past 20 is equally impressive; say
Clausen and Huffine. It happened most.often.in_intact families.
“Several of the most deviant and disturbed; of the children”
remained past age 18, either because it was convenient to do so;
or because they were intensely dependent some of these de-
pendent young adults were also strongly hostile toward their

parents.

.‘\‘I"
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The Future 7 ‘
- AS for the future lives of these children, one aspect that can.
be predicted is ti: i wnrk careers, which depend largely on
their performance 11 school: Clausen and Huffirie riote that, in
the population at large; soal status has been shown to be the
“most potent influence” on how well a child does in school.
And so if was with the childrenzof mental patients in their
study. Among those who were over 18, 78 percent from middle-

» Class homes graduated from high school, while only 55 percent

of those from working-class families earned high school diplo-,
mas. A few children; mostly from middle<lass families, attend-
ed college; a few had graduated by the time of followiip. Social

class was also related to the influence. of an intact family on
the children’s education. Working-class children whose parerits
Separated left school earlier than those whose parents stayed
together; this difference was not found in middle-class children.

As in- most families. in the general population, children of

nonschizophrenic parents_exceeded ‘their parents’ ediicational
attainment. But children of schizophrenic parerts reached only
the level that their parents had reached. The children of schi-
zophrenics also dropped out of school earlier than did those of

nonschizophrenics; this pattern was especially apparent among

middle-class children; who would have been expected to contin-

ue in school longer. - g
Clausen and Huffine speculate that growing up with a mer-

tally ill parent may be even more difficiilt than their evidence
suggests. Their data came largely from parents, “who naturally
wish to give the best possible account for themselves.” The
turmoil and trauma the children encountered in these families

were probably greater than the parents realized or were willinig
to recall. It was evident, say Clausen and Huffine, that many of
the parents “could not provide role models for competent per-
formance and emotional control.” T —
While Clausen and Huffine were left with no doubt that
parents abuse or neglect their children.
While their study leaves many questions unanswered, the

evidence that Clausen and Huffine'do have attests “as much to’

[,
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the resxhence of the developlng chxld as to the deﬁcits that
parental rngntal illness may entail for the child.”

Labeling and Stlgma/ '

- Most patlents m Clausen S study d1d not suffer serious long—

terrn consequences sxmply because they had once been labeled

Aabile beforei;hey _were lrecognlzed as mentally ill. These and

_other findings tend to discredit a theory that has mfluenced a

good many social: scientists in-recent years. Offéred as an alter--

'natlve to psychologlcal and psychlatrlc 1nterpretatlons Of

) psychlc or blologxcal processes Labellng theorlsts assert that

social response to deviance not only perpetuates mental illness

but causes it in the first placeq

Accordmg to labelmg theory, mental 1llness beglns with

miinor dev1atlons from culturally defined expectations. For one

. reason Or another-organic illness, stress, mischievousness—
we all break the small rules governing behavior. These rules

are so. inconsequential that we take them for granted (making

eye contact with someone we're speaking to, for example).

When we break the rules, those around us usually just. refuse
to acknowledge our: behavior or ﬁnd some plausible excuse for

_it: Most of us stop. this “deviance” before it gets.us into. tquuble
“But the person destined ‘to be found mentally ill somehow gets

caught in the psychiatric net—because those around him get

irritated and are sufficiently powerful to forcé him into treat-
ment, or because the deviarice is too publicly visible or trouble-

some. Once a person is dxagnosed as mentally ill; says labelmg

theorist Thomas J. Scheff, he is “launched on a career’ of
chronic mental 1llness

.. How this comes about- ls qu1te sir-sle in Scheff’s formulatlon

He assumes that;- as- chlldren, we iedrn stereotyped imagery of
— age of craziness—and this. view of the
 We-grow: older Tbe role of mental

out™t 'e part: He accepts the role because a

labeled tends to a Y

crisis has made him vulnerable to suggestion. He is encouraged

300-751 0 - 19 - 6
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to contmue playmg it by bemg rewarded when he does and
pumshed when he doesn’t. '

bl

These famches rarely saw tﬁezr members

as ‘“‘crazy.” Frequently, a spouse would

point out differences between his or her
h‘ogpttahzed mate and other patients who )
are reaﬂy ” mentally ill 7 K3

¥ o
L} ‘h

Clausens research dlscredlts this assertlon that the label

itself causes a person to act in: ways expected of - the mentally
All; Patlents in his study -exhibited psychotic symptoms long
before-their families considered the. _possibility of ‘mental ill- -
ness.. Thelr behavior caused the families tremendous. conflict.
But. the families cast aboiit for other explanatlons for the be-
havior: “We have overwhelming evidence;” Clausen says; “that

symptomatology r‘leed not be labeled mental illness to become

stabilized and reach its most florid manifestations.”

The “ﬂor-ld _manifes estations” of symptoms may, however be

i"ed by the stigma mental- patients felt; Glansen says. He and

others have pointed out that all societies set the. ‘mentally ill

apart, assigning them roles that clearly dxst;ngmsh them from
seers and prophets. Modern—day urban America xs no_e exceptwn

At best, social response to the mentally ill is negatwe and

detogatory, and at worst, ‘“punitive and utterly rejecting.”

Even to consult a psychxatnst in this society “is to threaten
one’s pubhc Ldentlty as a responsnble person.” The labeling

calls into question the person’s ability to control himself and

his relatlonshlps, according to Clausen. But labeling does not
cause mental disarders: S
_Clausen’s families rarely saw their members as éréij;,, de-
Spite the contli. und hostility engendered by the patients’
symutoms: The. qpousec -perceptions of the symptomatic behav-
e Jxmply did not fit =a stereotype of raving madness. And those

g otions did not Lhange once a diagnosis was made. “One
fre: .« ntly finas .4 spouse pointing out differeiices between his

or her _hospitalized mate and other. patients who are ‘really’

mentally ill,”” say Clausen and Huffine. Patienit and family

(i
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3f mental .illness,; these families tridd”
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enced it on-the job. “Indeed,” say Huffine and Clausen; “most
men either perceived no change in their relationships with co-
workers or found their colleagues to be sympathetic or concilia-
tory.” Only a few felt overt Hostility from coworkers. “Appre-
hension and. lack of confidence were common in. the early days
of return to work, but ability to perform in- the job dispelled
self-doubts.” ) S

-, .Among male patients first hospitalized in the fifties; those

- who remained free of serious Symptoms continued in their
2T B Nt YTe-T S o lLTD
work careers without major- setbacks. Huffine and. Clausen

“report that nearly half of the schizophrenic men from _ the
_ fifties’ group have been rvlatively symptom free and have been
%stably employed at a level equivalent to or higher than that™
" enjoyed before hospitalization. o ,

~ Men who continued to experience symptoms as, the years
“.went by more often were failures on the job. They were also
‘younger than the successful men at the -time of their first

episode of illness; and they had been symptomatic. for longer
‘periods. before they entered the hospital. But “even continued -

-symptomatology of significant proportions is not assurance of
downward drift” in the work careers of thesejmen: s
" The most fowerful factor that seemed to determine whether

& man could Continue working and taking on responsibility was
his job. performance before the breakdown. Those who -had
'est’a’b'lished,iheir,cdiﬁbétéﬁéé -before. they were hospitalized

stood “a_good chance of sufviving tke ravages: of prolonged;
even severe symptomatology,” according to Huffine and Clau-
sen. S ' : - ,
Cormipared to the_husbands of female patients, the former
male patients. had. been on their jobs somewhat longer, held

j'o’b’é of at least equal statys and responsibility, and felt better

R4
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about their work; fewer male former patients than husbands of
female tormer patients were unemployed. ut followup. L

~One man who has remained as symptomatic as when he was

first hospitalized has contintied to hold a responsible profession- -
al job over the years. He still lives with his"paranoid fears.

Clausen says. that. hesmay be a case of the “old, true paranoid -

who, operating outside that deiﬁsioﬁ@ system, can do whatéver:-
he has to do.” He does well on the job. He keeps his delusions

in. check: when he's away_from home, But the moment - he
returns, his litany of persecution and abuse resurmes. Another
patient diagnosed as manic-depressive has, when functioning, ‘
been his company’s: top salesman;. €lausen reports. Lithium

treatment hdS kept his symptoms in abeyance-in recent years. .
Where Labels Courit - ‘ o
ly il

ships. The stereotype of mental illness held_by. most members
of society. is so extreme that it rarely fits a real mentally. ill
person. They cite the work of Walter R. Gove; who has noted

that although “the public holds a highly negative stereotype of
the mentally ill, there is littie evidence of actual discrimina-

tion.” When an employer and coworkers have known a person
for some time before an initial breakdown, the popular notions
of what it is to be mentally ill simply do not square with their
personal knowledge -of this particular person who has" been: -
mentally ill. ‘ : o . :

EaY

S

The stereotype of mentai 2ss held by

most members of society is so extreme

that it rarely fits a real mentally ill = __
person. ‘ S . "

One context where Huffine and Clausén notggthat the label,
mental illness, can have a powerful effect is the psychiatric
setting.. Most of -the population is not schooled; in. what.
expect from merntal patients and how to interact \with th¢m, .

v say. “Psychiatrists, psychologists, social -workers. mertal
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tern ot ﬁteractlon Uis-a-vis the mentul patlent These are the
people who can be expected to give undue welght to the. status
ot bem;, a ment'il patlent m mterpretmg the patlent S behavnor

bemg a nurse or a doctor or even a- mamc depresslve they
note Labelmg 19 1mportant they suy, only to the extent that 1t_

prlmdrlly It 1s In the hospxtal or' chmc that the c'o”urée "an”d

consequences of mental disorder can be mm&*e‘c woise by the
label. Wrong diagnosis, premature classification, réified bellefs
together with institutionalization, can cause the pdtlent more
problems thdn the mmal symptoms had.

A MOBEST PRESCRIPTION
I)esplte' the care John Clausen. has J;z:{ken wnth his study of

the families of mental. patlents the_ researéh does have limita-

tions. - Because. - mmOrLty group. members_ were systematically

excluded ifi both the :1950s and 19705 samples; the study results

may not reflect their _experience.. When. he began the study;

Clausen was explormg uncharted. territory. He wanted the

sample of families to be as large as. possible without being too

large - to preclude intensive and_ prolonged interviewing. The

“sample also had to be as homogeneous as possible, without: the -

conf‘oundmg effects of minority..status.. JIn addition to t{hese

;?consnderatlons, there Were. nno. mmorxty group members on the

laboratory’s. staff to conduct interviews and contribute to the

analysis of the data. The same factors, ‘plus Clausen’s desire to

keep the S'a'm'p'les as comparable as possnble, made him decide

to exclude mmorlty famxheé frbri the new cohort.

rnterpretatlon of a f‘ew f'ndmgs The chlldre§§ educatlonal

achievements. and emotional problems for examp!e, might be
compared to the same charactenstlcs in phxidren with similar

backgrounds whose - parents d1 t hreak down But such ‘a
ntyol group would sharpen :
ohie or ‘two questioris. Each o -iable might- requ1re a.
separate control. group. Everjii possible to select -a
group of ‘normal’”’ families_matched t&the p%nts families in
1

all res'pects—and Clausen belleves that wouliiie impossible—
f..:,: b 5 > v"' X
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-rface of tremendous dnﬂ'culty many“of these families show: resil-
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e

lhe cost of tho study would double whlle the usefulness of Ehe
ﬁndmgs would bo ln(.r(‘{lb(‘d only shghtly Desplte the lack of a

some o£ thelr fdmlly data to other reqearch fn81n5s partlcular—‘

men ;r-» alf a. century Other comparnsons are bemg made
between subgroups of farmlxes in the. study—schuophremcs VS.
nonschizophrenics; bmlrre vs: mild symptoms male patierits vs%

female patlents, old vs. young -patients; und middle-class vs.

Clausen s study remzuns -among t;he best—if not the best——of
its’ kmd done to’ date),irt 15 possibla thm, because of the huge

amount of time and money that woulﬂ Be requxred no better

Lluusen 'S- combmatlon of work hablts and. personal trants Hns_
scholarship is: thorough, his methods rigorous;. hjsgg@;lon to

details about hns subjects unusual and his patxence apparently -
endless. ,

_ Sy

N

“Il appears tﬁat no one now takes the

‘_the chtldren, 1o assess thezr needs for
information and yuldance. With all the
lip seruice- to commumty menlal health

falrs _ 1 ;

5

«

d that n the

iercy and a tenacious will to make the best -of: what lifé has
handed them: _They_learned -to cope, Some wives of male pa-

tients and some chlidren were. espeaally remarkable in this

~ respect. Second, he has learned of tie limited chmces that some

p< tients, partlcularly the women; had aya;lable, many of the »
scmzophremc women seemed especnall\ prone to marrying on

=
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Wi, often selecting husbands who were ot only -unsuppor-
tive of them and their children, but cruel as well. Third, he is
dismayed by the lack of attention paid. to the family even
today. It appears,” say Clausen and Huffine; “that-no one now
takes the time to meet with the well spouse and the children,
vo assess their needs for information and guidange. With all the

lip service to community men #1 health; we find this a distress-

ing state of affairs.” L .
Clausen believes that few psychiatrists have learned to think
in terms_of their patients’ ongoing. social systems. “Too many-

are preoccupied with narrow aspects of psychodynamics.” He
thinks. psychiatrists should not only take the patient’s family "~
into account; but actively involve the spouse in therapy. And-

. they should "“drop in on the children and talk with them, to get .
~ some feeling for their degrée of upset. and need for help.” In ™"
' the families that Clausen and his colleagiies studied, theré was

ho evidence that such a visit ever decurred.”” . R

‘. Many of the patients and families expressed extremely. nega-
* tive views of psychiatry when the interviewers. talked with-
them 1540, %0 years after the first breakdown. They felt that,
during the . period of crisis;. they had no alternative but to
depend upon. mental health professionals. “Nevertheless;” $ays
Clausen, “many of the husbands and wives do not feel that
- they were really heard.” Many felt- that, by contrast, the'iriter-
viewers who hagi first talked with them for the research project
had been sympathetic and had listened well: Clausen thinks

88

the memory of these sympathetic interviews was one reason
‘the families agreed to be interviewed .again recently, even
“when they wished to forget about the crisis that had occurred
$o many years before. [ TP
. “Perhaps our -esearch can speak to mental health workers
in a way that tne husbands and wives of patients feel they
have been unable to;” says Clausen. He has the impression that
 there nowggpay be somewhat less tension between.the family
“ and hospitals than tifere was 20"or. 25 years ago. The, problems

~ _that do exist {n treatment settirigs today will be, examined in,
' ‘the late stages of Clausen and Huffine’s data analysis. - :
The researchers have a few. words_of advice to families that

* might be#éncountering mental iilness for the first time. If ope—.
.. Spouse is concerned about the other; ‘he_or.she@holld try tc

#3" discuss the problem and try'to convincadthe troubled partner t37

; - i
& R LA s . ~
iy X o N ‘
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692 MENTAL ILLNESS AND THE FAMILY
seek help. ;i;ﬁii;Cijiiblé should shop for & psychiatrist who will
agree tgygsee them both and. one - with whom the disturbed
spouse feels comfortable. If the patient sees a psychiatrist_as

too threatening, a trusted physician should be consulted. And if
hospitalization is recommended. the best choice would be the

psychiatric_service of a general hospital or anotheér, similar
fagiity in the community. S -
~Children should be told as much about what is hﬁp’p’éﬁiﬁé as
they can understand. Young children miight be told that the

hospitalized parent was upset, needed rest for a -time, and
would be back soon. Older children; who may have witnessed or
participated in copfict, need more thorough explanations. If
béSSiB]é;i-iiéﬁje of the child's own 6,Vé;ﬁhelmiﬁ’g experiences

might-be used as an example of how problems can get the best
of-people at times. Clausen and Huffine strongly advise against
telling children that their parent has a physical illness—or
even using physical illness as an analogy. YAt the very least,
children:should be told that all the screaming and shouting and
threats in the home before hospitalization were brought about
by emotional upset. The. children shoiild be made to understand
that théy wergn't responsible for it.” S

".Children often have the'most problems when their parent
_-returns from a hospital stay. Clausen. has some. doubts aboit
- the best way to warn children, or whether to warn them, about

conflict that might persist. “Do_you suggest to the children that
they should act as if nothing has. happened? One_would hope

77777 Id if their parent had been in a

that they would act as they wou been i
hospital for a physical illness. But if the parent is still symp-

tomatic, the children must be protected without being alienat-

ed:” He suggests that the family might have a quiet reunjon— -

just as they might have if someone were coming home,from a

hospital stay of any other kind. “There’s so much apprehension
that it's important just to be together and do somethirg.”
- Clausen thinks that the single syost important factot- in help-

ing children deal* with mental_il¥féss—indeed, in keeping the

family functioning—is the behavior of the well parent. “If the .

— e k4

other parefit.is'so locked in hostile interaction with the patient;-.

then the cost fodfkids is really tremendous.” A warm, symbpa-

thetic, and supportive spouse can help a patient, hold 4 family
together, and spare children from the (il effects of mental

disorder in a’parent. At the moment, it appears.that these well
»

ik
£
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parents get little or no help in meetmg such extraordmary

Notes
(1) It was often difﬁcult for Clausen s group to be sure that

thexr orxgmal specifications were met. ‘“Some: patients; for ex-

ample turned out to have had treatment earlier; even though
the hospxtal record showed them as first admxssxons. and the

spouse. did not report earlier treatment until we had condiicted
several interviews;”’ Clausen explains. “This was-especially trie
if the earlier episode had taken place durmg_mxlxtary service or
prior to marriage. Also, occasionally organic conditions were
mxsdxagnosed as severe psychoneur051s or sch1z0phrema Some

long term problems Clausen notes that “since many. aclltely

disturbed patients thh functional disorders will go on alcoholic

binges, it was sometimes difficult to. know whether. we were

dealing-with drmkmg as a SECDndary symptom that had recent-

ly developed or with patients who had long had problems with

2) Psychxatrlc dlagnoses tend tox:hange wﬁ;h tlme, locatxon

-and -purpose. Those. made -in. treatment settings; for example,

are less systematlcally based on explicit criteria than are those

made for. research.. purposes,_ where homogeneous dlagnostxc

roups. are important: Dr: Sluzki used diagnostio; criteria estab-

shed in the International ‘Pilot Study of Schizophrenia.* -,

(3) After they were well along with their interviews of the 41 ,

';pew farnilies; Clausen and Huffine learned that two patients

had _previously been hospltallzed .Data on these two patients’

families will be excluded from- all analyses -of the process of

" recognizing and deﬁnmg mental illness. As explained in note- '

above; several -patients in the fifties studies were either too old
to meet sampling’ specifications or had eventually been dlag-r

nosed as having an acute or chronic organic disorder.. The-

researchers included thege patients in thexr followup tculeter-

mine at least the patietits’- present- status. The 25 who did not . -.

e dropped from the amalysis of °

r number of schlzoph-

meet samplmg requxreme 1

o ;
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Samp’s*o’h and Messing'e'ré éa'n'i'p'lé made up entlrely of schizo-
phrenic-women. :
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Recent research conﬁrms and extends earller ﬁndmgs of an

ous mental illnesses—schizophrenia and depressmn
Consider schizophrenia:

N The rates of: schizd phrema among the parents of schlzoph-
. renies have been found by a number of investigators,- cited
by National Institute -of Mental Health psychologist David
Rosenthal, to run as hlgh as 12 percent. Among the. brothers
and sisters of the patients, the . rates are somewhat higher:
In the genieral population, the t rate is: 1 percent.

¢ When the children of schizophrenic parents are raised by

normal foster.parents, a greater proportlon of them,; as com-

pared _with _foster children whose own parents were not

schlzdphremc, become. sch1zophremc, too.

e For identical twins; who have the:same genetlc lnherltance,
the chances are about -even-that if one twin. becomes. SChlZ?".
phrenic, the other twin will also. When this happens, the.i
twins are said to be: conehrdant for schlzophrema ”

Naw look at the major depresslve 1llnesses %

/

s

*See note at end of chapter. C oL

%?,
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® ztstrong genetic element in depresslon has been document-
ed in numerous studies of depressed persons and thejr rela-
tlves For Instam,e, Elllot S (;ershon a Natlonul Instltute of

major depressnve 1llness as Comnared to 4 out of ()1() normal

controls. In-other words; there was about_10 times s miich
depressive illness: within families . of depressed people as
within families that were ;not depressed. Also, depressed
patients had about eight times as many relatives with mod-
erate depression and cyclothymic personality in which peri-
ods of depressionp and elation occur regardlé¥s of external
circumstances. However, people who tend to be a bit moody
and. depressed are found no more frequently among the
relatlves of people with mood disorders than among the

relatives of controls.
e If one 1dentlcai twin has a psyChOth depre551on the chance

that the other twin also has'it, or eventually will have it,

ranges~——varylng with the study—-from 60 to 90 percent or
even higher. .

STUDYING HOW HEREDITY WORKS IN§ !?HRENI
Granted that schizophrenia and dep

netic element, how can it; be explained”WANRY mechanisms éfé

involved? And how does;{Zne explain the other diseases in what

Rosenthal has named -t schlzophremc spectrum”? These in-

clude, in” addltlon -to: @, psychosns 1tself borderhne schxzophre—

'sen51t1v1ty, secliisiveness, avondan of close relatlonshlps

From the standpoint of the number of genes involved, there
are two ways of explaining heredity’s contribution: One view is
the monogenic theory: All the. disorders in the schlzophrenlc
spectrum are influenced by a smgle gene _The extent to which

this- gene is expressed in a. person’s.behavior depends upon

env1ronmental factors Where th‘??‘,’,,,?if’?ry severe stress, the
theory, schlzophrenxc Where the stress is much hg?if.er he or
she- becomes the borderline schizophrenic; the paranoxc or the
schnzond - Where the stress is still lighter;. the person is normal

o °.
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lt the. bmgle ;,uno were dommnnt the rate of schlzophrema
among the parents and children of schizophrenics—assuming
that only one 'p'éréiit carried the gene—would be 50 percent. If
the gene was recessnve the rate would be Zo percent Aq noted

75 percent

4 . . . .
¥ ... many investigators believe that in an

tllness as complex as schizophrenia a .
number of genes must be involved.

crich pair. havmg beeﬂ contributed by each parent Assume- that

the. hypothetxcal gene for schizophrenia is labeled A if domi-

nant and a if recessive and that both parents'are schxzophrenxc
Then, if the gene is dominant, Rosenthal points out, “the par-

ent’s_mating could be expressed as Aa x Ag; and thé offspring .
would be.1/4 A4, 1/2 Aa, and 1/4 aa. Only the aa children (25

,,percent) would escaye the illness. I&hlmphrema was caused
by a recessive gené; the parents would be aa x aa and all their
children would also be aa, and al] would be expected to deve10p

schszphrenia ) L

theory Recall the studie —of identical twins. When all the

. conditions that are apparently related to:schizophrenia are

taken into account, the concordance rate rises from about 50

. percent to about 90 percent._ ______ __ -

Nevertheless many mvestlgators!belxeve that‘ in an xllness as

complex as schizophrenia a number of genés must be involved.

' Under their theory, both the ‘apparently normial mother and

% father who prfxluced a schIZOphremc child carry many of the 7

s ©
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pathologicul genes but not enough to be clinically ill them.
selves; chance combinations of the genes; however. result in
various frequencies of the illness among their children. o

3 phrenic carries_more of the

A parent who is actually schizo

pathological_ genes,. and the likelihood -that his children will
inherit enough of them to bécome sick- will be greater.: The
median rate of schizophrenia among siich children is. in fact,
almost double the rate for children whose parents, though pre-
sumably carriers; are not sick themselves. Chance combinations
of the genes could also explain why some children -are at risk
for schizophrenia itself and others to less severe biit related
disorders. o I I
_ Psychiatrist Loren R. Mosher, chief of the NIMH Center for
Studies of Schizophrenia; likens the inheritance of schizophre-

nia to that of height o inelligence. “These are genetically
influenced,” he explains; “but there is no gene for height and

. nome for intelligence. Multiple genes are involved, and environ-
ment has-a tremendous influence: You -may be predisposed to
high intelligence, but if you are raised with poor nutrition and
in a poor environment, you may not grow_up very smart.” He

adds:. “Madriess: exists on a continuum;, and people who are
schizophrenic manifest things that we all have. It is ndt that
schizophrenics differ absolutely but that they have less or more

of certain qualities that we all have to some degree.” . -

- -Under- the polygenic theory; a person may. inherit all*ghe
genes involved in.schizophrenia and thus be at risk for a 'full-
fledged psychosis or he or she may inherit only a few of the bad
genes and_thus be at risk-for a lesser disorder: In each caseffthe

-trigger that sets off the disorder is assumed to be envirofngen-
tal stress. - o L

. Some, children with a schizophrenic parent not only géshain
‘well but even become outstandingly successful. Jon L. Katlsson,
an “American pediatrician trained in genetics, studied@seven
gﬁéfﬁtibﬁé of descendants of an Icelandic couple born if 1682,

© reported evidence of an apparent @ssociation betweer what. -

f'“;"'ét:frii,ékés for schizophrenia and whatever makes+for out-
-_.%namg aptitude. This couple had a schizophrenic grandchild,

~and ;schiz@h'railﬁ; have appeared in each of the following gen-

;-ﬁgij Vglr 5 ﬁg.: 7?[];
&

iy persons of superior quality have also ap-
Karlsgon:says that; “Individuals. so placed in genetic .
) ﬁtbﬁ%&@f‘cy-'éhbﬁld be genetic larriers’: . . seem ‘not '
R 5”'&— . Co . f.I/ s -
:(j., . . *
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mfrequently to be persons of unusual ablllty, such as s leaders in

society or creative persons with performance records suggestlve

of a superior capacity for creative thinking:” In_fact; the genes

involved -in schlzophrema “appear to have a survival value”

except Whéii they result in a fullblown pq&chosrs

__Edward F. Foulks, a medical’ anthropologlst has advanced a
similar ldeﬁ“ln view of the wggldwide occurrerice of schizophre-
nia; he suggests that, until recently, this. disorder fprt}x-
ered the course ;6f: evolutiofie

use schlzophremcs had the

'd falled As an example, he
cites a renowned ‘woman Ard volces——Joaﬂ of Arc.
Schizophrenia can be X soked 1 upon,; Karlsson suggests ‘as the

prlce which the human race must pay for its superior mem-
bers.” . IR
“The problam w1th ﬁndlnga llke those of the study n Iceland ’

as Rosenthal points out; is that child production requires two
parents. The superior intelligence seen, in some offspring of a
schizophrenic may - indeed be attributable mainly to the genes
of -the gick parept. But it alschay be attributable chlefly to the
other parert. - 0reover, and most. likely; it may arl' from

some- combmatlon of genes from both parents Ther 3

possibilities have not yet been  considered .y

the intriguing notion that genius and madiy
genetic base. - -
- That the hlgher mc1dence of schizophrenla 4y
the relatives of patients than among people in general indicates
that a vulne‘rablhty to this condition can be. inherited: Whether
or not an -inherited dxsposmon leads to the disease depends-

both upon the extent of the vulnerabillty and_upor: the amount. .

of stress encountered by the vulnerable xndlvxdual

mhemted" N"What chemlcal and phys1olog1cal processes are in- *
wolved" A

Genes workr by controllmg b;ochemlcals called enzymes En-
zyme&m turn work by controlling the mllllons of biechemical

reactxons constantly occurring in the body. Kor the last few

‘fedrs; many research teams Have been paying p ;tlcular atten-'
tion. to a certam enzyme called ‘“‘monoamine o&dase, Ior
“MAG”' A - ' .
3 & o e
30-7510-79-71 - : b
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The function of MAO is to break down one of the chemical

substances; called ‘‘neurotransmitters;”’ responsible for the

transmission of information. from cell to cell in the nervous

system. The neprotransmitter of interest here is norepifieph-

rine. This. bmm Chemlcal 1s closely related to epmephrme
more widely known as gdrenalme the hormone that helps the

body respond to stress

termmals of a nerve 7ce,ll. The chemlcal ,en,te;s”the,space be-
tween two cells (called the ‘‘synapse”) and changes the perme-
ébility bf the iiéi(t Céll's ﬁiéﬁibiéﬁé This Chaﬁgé pibdﬁééé éh

firing. Man’s actions and behavior, his emotional state, and his
thmkmg are regulated through the sum total of activity at the
synapses

from nerve cell to nerve cell in the bram and the rest of the
nervous system -

SChlephrenlC, have led to a provocatlve finding about  this,
chemical. In-both schlzophremc and nonschlzophremc identical
co—twms, the level of MAO in the blood platelets i1s lower than
in_normal controls. {The platelets are tiny. protoplasmic._ete-

ments that assist in the formation of blood clats when needed:)

The lower the amount of MAO; the greater the sevérity of the | ’

illness:
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- A RELATIONSHIP WITH DEPRESSION?

A further provocative. finding by NIMH scientists is that
MAO levels are_ also significastly lower than normal "in pa-
tients. _with bipolar depression, more commonly known as
“manic-depressive illness” (though some patients manifest

either mania or depression, but not both). The levels were also
significantly lower in the close relatives of these patients—

-siblings; parents; and children—even among those relatives

who apparently were well. -

Conceivably, the low level of MAO in the blood platelets of
schizophrenic -and_ manicjdébEéSSivé patients is an “indication

'that sumething has gone wrong; or may go wrong under certain

conditionis; at the synaptic junctions between nerve cells—vital -
elements of man'’s information system. ‘ R
Researchers once considered it _possible that a low MAQ level .

wouild prove to be the long-sought biological marker, an abnor-
mality indicating that a person carrying it was either psychotic
or very likely to-become so. With the discovery that-a low level
of the enzyme is a widespread characteristic of apparently

healthy relatives of - patients; this possibility seems to have

. vanished: In a patient’s relatives, though; a low MAO level may

serve as an indicator of increased vulnerability to mental ill-
ness, a:possibility that remains to be studied. S
. Intriguing research problems now are how and why MAO
levels are reduced in people with schizophrenia or manic-de-’
pressive illness; what _role,_if any; MAO plays_ in these disor-
ders; and how, if at all; these psychoses are related. Adoption,
twin, and family studies provide no evidence of a relationship
between the two major psychoses, but clinical studies do point

to some. similarity in their manifestations. Specifically, -the
symptoms in one stage of mania are often indistinguishable

from. those of acute schizophrenia. Moreover, the major tran-

quilizers have antipsychotic properties that are ‘effective not
only in many cases of schizophrenia but also in some cases of

depression. On theé other hand, lithiur carbonate; which seems .
to be a specific for the treatment of manic-depressive illness, 1
not effective against schizophrenia: - I

. NIMH investigators siiggest this possibility: Whatever heredi-
tary element determines the level of platelet, MAO may also

determine in part the likelihood that a_person will display

Qo :
95
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some type of psychotnc behavnor, 7w1th other genetic factors
determmmg -just which type it will be.

_Elliot S. Gershon is _one of those investigators who believes
that schizophrenia and depression are basically different disor- s
ders. Nevertheless, he tells of a mag who had an apparently
schizophrenic breakdown and with ‘ia change in personality.
He became antisocial. He had recurring episodes of psychotic
behavior foll’o'W'e'd b'y check forgery a’n’d 'diép’lziyé 6f aggréééibh

shon sees the expernence of these two as ev1dence that a person
may appear, on the basis of cllmcal evideiice, to have one major
type of psychosxs, whereas the blologlcal or pharmacological
ev1dence mdlcates that ba51cally he has the other type

for both Vschlzophrema and depre551on? Or are the blOnglCal
b'a's'es of these 'dis;o"r'd'ers; s;i'milar? Our ‘present kn”o'Wl'e'dge is too

sons m such marrlages the greater the likelihood that deleteri-

ous genes will find expression in thelr Chlldren

‘ OTH.ER RESEARCH ON THE BIOCHEMICAL BASIS OF

DEPRESSION

In work undertaken more recently than that on MAO an
enzyme known as ‘‘cathechol-O-methyl- transferase” (COMT)
has been identified as a possible biological marker. COMT is

R
Y E)

Yol
(O
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responsxble for the first step in: breakmg up blochemlcals essen-
tial for the transmission of electrical signals throughout the

nervous system. Thus; its function is similar to that of MAO,

which; as. described earlier, has been implicated in the Jb(leak
down of one of the neurotransmitters. ;
Gershoni and an associate found that COMT act1v1ty was

sxgmﬁcantly higher in. patlents ‘g\uth psychotic depression than-
in normal persons. Usually; it was_also. significantly h'kher in

patients than in their nondepressed. relatlveg——a finding which

‘seerris to st’amp it as -a better 1nvest1gatory tool than MAO.

genetlc factor is the same as; or closely assocxated w1th the
genetic factor in depression is still speculative.

- Attempts to define the nature of the genetic predlsposltloq to
depressxve illness also include the search for “linkage” between

the genetlc factor and Chromosomal markers

mg bit. Blts are known as loc1 (plural of the Latin locus, mean-

ing place) A biological marker is a locus that can be 1dent1ﬁed »

. at any specific pomt along the chromosome

Dlstances from one locus to another can be mapped by the

extent to which inheritance of a characteristic at one locus is

associated with mherxtam:e of the characteristic at another -
locus: For example, if a. person with one kind of color blindness
turned out to haye the same blood type as the rest of his or her

relatives who were color blind; the geneticist would infer: that

color blindness and the blood type apparently associated w1th it

were eontrolled by loc1—actua11y, by the genes occupying those
loci—which were very close together. Either characteristic—

blood type or color blindness—would serve as a chromosomal

marker; -an indication that if one was present the other prob-

ably was also. The characteristics would be considered
“linked.” I ) e J‘ ‘
In one majoxz type of depressxve 1llness an a550c1at10n w1th a

type of color bhndness has been found. The psychosis is manic-

depressxve illness; or bipolar depression. Qut of 10 manic-de-

pressive men in a recent study,; all turned out to be color blind.

However; the avaxlable mformatlon is as yet too slim to say.

1

Rl
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wheiher orn or the locus for col r blmdnebs can serve to 1dentx-

The lomsr for.. the type of color blindness under btudy is on
the sex chromosome X: Since a man has only one X chromo-
some (his other sex chromosome. bemg Y); any characterrstlc

such as color blindness governed by the X chromosome w1ll

show’ up In a woman; though the same characteristic may not
'show up because she has two. X chromosomes And the second :

of these may have; at the same Jocus as the one for color

‘blindness in the first, a dominant or counterlsalancmg charac-

teristic. Or it may not have: Researchers must take into ac-

count ‘the intriguing fact that more women. than men are af-

flicted by depressive psychosis: ‘The ratio of female to male
.patients has been found to be atmost 3 to 1 in the case of pure

- depression—known as ‘‘unipolar’—and atmost 2:fo 1 in thek

cade of the bipolar illness. These ratios are compatlble with the

hypothesis that a disposition to the disorder is indeed transmlt;-

ted by the sex chromosome X, but other ﬁndmgs are not. The

-difference in prevalence between males and females; NIMH"

sc,\entlsts suggest; may turn out to be czmsed By differences

. either in environmental conditions or in_factors governed by -
chromosomes other than the sex chromosomes:
An answer_to. still another question relevant to understand-

lng the ,strong genetlc element in depressive psychosis waits on

- research: :Do the two major forms of psychotic depressmn—,

unlpolar and bxpolat—actuaily have dlfferent bases" There 15'

than unipolar to héve affhcted relatlves, and since llthmm acts

more effectively against bipolar Illness than- agamst umpolar

Moreover; if one identical twin has one form of depression; the -

llkellhood‘ that the other twm will not only be affhctea but also

severe.

GETTING ADVICE ON THE FlOLE OF HEREDITY

At medxcal centers genetlc counsellng is wadely available to -

help prospective parents welgh ‘the chances of producing a child

ERIC
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"who niay be viilierable to @ seriqps mental itlness. Sometimes,

for instance, a couple usks Gershon about the likelihood of
their offspring developing a manic-depressive psychosis. If only

onie of -the’questioners has that disorder and the family tree of
the other is free of major depressive illnegs; the answer is:
“Abotit 10 percent.” - e ‘ :

The same answer applies for schizophrenia if one of the

questioners is schizophrenic but .the other is not and is not
related to a schizophrenic. In both cases; tHéchild will also be
at greater risk than other children for troubles related in Some
way to schizophrenia, but less serious. o

Nongeretic factors, too, must ge takeén.into account. Medi-
cines for the control of manic-depressive psychoses and the less
serious forms of depression are considerably more effective
than those available at this time for the control of schizo-
phenia. Moreover, if the schizophrenia is chronic, a normal

—-- I

family life will be just about impossible.

What about amniocentesis, the analysis of the fluid surround-
ing the embryo in ghe womb? Many conditions likely to maké
for abnormality ca#l be thus detected: If a grave abnormality is
predicted, an abortion can be requested: And it should become
possible to correct some of the diagnosed defects while the child
is still in the fetal stage. Despite great advances in our under-
standing of the psychoses, however, biochemical abnormalities
that contribute to them or indicate vulnerability to theim have
not yet been certainly identified. But investigators are *Hopeful
that one day the enigmas of schizophrenia will yield to scientif--
ic efforts: ’ : , - :
L . - L
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POOR FAMILY COMMUNICATION
AND SCHIZOPHRENIA

. -
P

Priicipal Investigator: Lyman C. Wynne, M.D., Ph.D.

1

-

A number of - respected mvesmgators beheve that a major

element in the. developmeﬁt of schlzophrenla lies in parerttal

behavior, 1ncludmg, in particular; how the father and mother -

communicate with each other and the children. L
;. Chief among the authormes who stress the 1mportance of
.family relationships, including both corrective and deviant pa- '

rental communlcatlon as factors in Schlzophrema and. Its pre-

vention is Lyman C. Wynne M:D:: Ph'D:; a professor m the

deparfment of psychiatry at the Umversrty of Rochester S hool

of Medicine and Dentistry. He was formeriy head of the-Adult

Psychiatry Branch of the Nauonal Indtitute ‘of Mengal Health -

(NIMH), where hxs research on this subject began in 1954. His

prlncxpal associate has beersMargaret Thaler Slnger a psychol-

ogist'who is clinical professor oﬁ\psychlatry in the same depart-
ment as Wynne’s and also’a professor-in the department of

psychlatry at the Universify of California at San Francisco.
These researchers emphasxze the_ w1dely accepted view that

genetlcs contribite to the vulnerablhty, _ar._predisposition; to

'schxzophrenxa, but that it does not ne@ssarlly produce the -

dence for this conclusion is that when sgchxzophrema appears in

a pair of identical twins; who have exactly the same heredity; it

usually st.rlkes only one twin. If one identical twin develops

this psychosxs, a number of studies have found, the probability

*See note at end of chapter.
< L
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ut thv wtwm ha\ ulwddw bcu)mv or 'wm buomc 30{1‘50-
"""" Aare

phrcma but bclwvcd to bc rel ated to it. Ihc co- twm who docs
not bccome schuophrcmc has pcrhaps a 1 > perC(;nt chamo o!

her(-dlty appedrb to be ut work

ni
sC
re

«

Oddities in the way parents habitually .
communicate &ﬁﬁﬁféﬁfiy contribute to -
increasing the vulnerability of a,ch ld ’
already at risk because of his biological

heritage.

ey

cations alone, even when rfiost serlously dlsordered can cause
hu0phremc disorders. Rather, they believe that deviant pa-
ntal communications may lie between the inherited predispo-

sntron and whatever is the immediate cause of the sthizophren-

‘ic
ta

S0.

breakdown This immedidte. triggering calse, ‘the investiga-
rs suggest, may be comimon-life everits that have more disas-

t@s effects than usual becauise the vulner'blhty has become

Jugh Loss of a loved orie, too mich stre%s at college or at

work, or any one. of a host of other f‘actors ap ear tQ trigger the

cate apphrently contrnbute to increasing the vulnerablllty of a

child already at. rxsk because of his Hjologncal

in
ter

ieritage. Identify-
g these oddities in_the way parents communjcate, the Roches:

r group believes; may prove highly useful in helj Ang, to pre-

dict the likelihood of schizophrenia in an offs yring : q also’x’g}

fostering preventive efforts:

andwother investigators, have been reporting
parents of schlzophremcs though they have

es

-Yale psychiatrist Theodore Lidz, as well as WynneJ ‘Singer,
for year§ that

ter group 1s attemptmg to descrlbe these ”ddmes anrgio

discover their effect on offspring: The mvestlgat TS beheve y 'at

Y

Y

105




O

ERIC

Aruitoxt provided by Eic:

l;i‘f&i{xi\i C.WYNNE : 711 X
e !

a porsons (orm of thmkmg 18 rclutod to tho wily hie derives

meaning from outside stimuli, stch s the bliack or- colored

splotches of thes Rfrschach test, dnd the -wuy he shares and

mtvrpretb Lommon fou ol attcnhon w1th othcrs thn parents

}erxstics mid patterns of famlly interaction and communtications

on the one hand and, on’‘the other hand, both conipetéiice and -
maladapt;on in the children. The study of comimunication,

_which is the subjecit of this chapter, is only one'main aspect of

the research N g

other—for_ example wher? they are_ asked to reach consensus on
the pxctures seen in the inkblots of the Rorschach test. Fmally,_

the. investigators observe 4£IOW all family members interact
when they work together on such a task.
The 150 famnlxes bemg observed in this longrtudmal project—

'r'n'e'a'n')'n"g a prOJect that_ follows _ its subJects over a period of

yedrs in-an attempt.to. Identlfy factors in the earlier years that -

are related to theomes tater in life—include a group in which
one parent has schxzophrema ‘Children in such families are

c0nsldered at genetlc rlsk tx thls mental 1llness Another group_

) the study

NAtYZING GGMMUNICATION

- The Rochester team,is. Jes& mterested in what a person says

than in how he goes about saying it. I analyzing communica-

tion, the team uses g long transcript of conversation. This may

be obtal(led from a tape recording of a psychologjcal test m

f'ﬂ\\
iy
I

1
Mt
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which the only persons presént are o parent and_one of the
~nvestigators. Or it miy be a record of both pirents trying to

* reach agreement on a test. Or it may involve the whole fumily.

 From the start of their resedrch, when Wynne was at, NIMH,
the scientists have used a variety of tests to obtain.a record of
conversition: These have included the Object Sorting Test,tin
which a person arrahges i@ variety of objects into groups and
‘explains as he does 50 why he is assorting them that wiy—"
because of their size, their color, their function, or whatever:
There is also the Thematic SApperception Test, in which a
person looks at pictures on cards and tells what he thinks the
characters are doing or. thinking:. And. therc. is the Rorschach
test: in which a person looks a1t u series of ink blots printed on
-cards and tells what he sees in them. - -

- Notie of the transcripts of these tests is.regarded in the usual

_ way, as projections of a person's inMkrmost thoughts and emo-

tions, but simply as samples of communication styles, which

can be analyzed and oddities noted: Moreover; the tranxgripts
help clarify fariiily”'rélziti'o'hs'hips; - . i R
. The investigators congider the Rorschach test; as they employ
it. to be especially analogous to what ‘happens in daily ‘life
when persons try to establish-a shared view of gsomethilig. As

)

Wynne describes the process, '‘One person “offers a -focus of
attention, labels what he ‘sees’ and offers his interpretation-to
the other. In turn; this person then_responds to the offered
focus of attention in some way. The.Rorschach offers a relative-
ly s;ta’gq;{rdiié'd starting poirit for ngmpli'ﬁg' to what extent at-
tentional foci and meanings are mutually shared during-such a
verbal transaction.” 7
Singer puts it this way: - <
In-the tranmsaction with a- pekson _admitNstering _the
individual Rorschach, a subject is asked to say alou
what he thinks:each blot looks like. His words can -be
regarded as the durtrvjva?d;,,visible products of his atten-
tional processes. First, he has to:join the focus offered -
by the investigator who has proposed ‘the ‘task of tell- -
ing-what he sees in-thé ink blpt; then attend-to the
images and ideas that come to awareness in_his: own
mind and seléfc;t,;éjgp'rrl)ip:riat.e ones to express-aloud. . /-
. Thiis, this person's ‘spoken wada reflect the orderli-

ness. or lack of it, of his attentioM
iising them at that moment. ; . .

1]’}" : N .
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these sumples ot uttentron und laiiguugc . . . dre repre-
sentative of how a .person deploys his attention and

uses language in similar labeling and descriptive ex-
" changes with other persons.

Munuaﬁs for scoring lnngldual husbdnd Jnd w1fe, and famlly '

Rorbchachs have Heen developed 11:1 thc- husband and wife pro-
cedure, the spouses are asked to vrew a_Rorschach card togeth-
er and see how many idens they can agree upon as to what-the
card looks like. The procedure is. v1deotaped so that the conver-
sation later can be armiyzed Then the;r chrldren are 1nv1ted

known as the fumlly Rorschach; the parents are asked to- teach

or explain the_ task to the chjldren; and each person contributes

rdeas about the mkblot the 1deas are then drscussed untrl the ‘

work. together on a task are consndered more lmportant than’

oddities in communication style. Nonetheless, 32 categories of

communication oddities have been identified that appear in the

Rorschach records of parents of schizophreiiics sngnlﬁcantly

more often than in the parents’ of other psychiatric patients or

in- the: parents of normal persons. The categories fall into the
following six main groups or factors:

(X Odd hard-to-follow,. amfnguous remarks such as umnteillgr-*
ble seiiterices and the péculiar or out-of-context use of ord1-

nary w0rds or phrases

"mterruptmg the examlner .

™ Unstable perceptlons and thmkmg, such as g1v1ng two re-
_sponses that -are mcompat1b1e and expressmg views th,h, ’
_ great uncertamty s B

Descrnbmg one's own ndeas, as weil as the whole task as

meariingless or as understandable only in private; idiosyn-
cratxc terms. k : P : » )
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e Extraneous, illogical, contradictory, or derogatory com-
ments. o .
° Abstract 1ndef'n1te, and wander1ng vagueness

forms of verbal behavior are strongly mfluenced by the way the
speaker is paymg or not paying attention to the subject at

When one person is conversmg w1th another, hxs re-
marks reveal -aspects of -how- his- attenition processes

are functioning. To select_and arrange his words, he
miiist - properly-dejloy and-giide-his attentionl. He must

attend to his xnne‘r thoughts keep: hlS llstener in mind,

marks “That is; he must deploy his attention ta search,
select, formulate, and state hlS 1deas

Many . . . rules of conversation carry the expectatxon

_ that the. listener should be able to attend in_regular

" and predictable ways to what is being said. When a
speaker phrases his thoughts in ways that affront such
attentional expectancies, his remarks are experienced
negatively and a listener; even when he does not com-
“ment, is usually bothered or distressed.

These Rochester 1nvest1gators ﬁnd two broad types of atten-

tional problems—attentional repetitions and attentional

breaks—that can be detected in many parents of schizophren-

ics. ;
In one form of attentxonal repetthon a person seems stuck
He. may say “Ioh; 1 uh I can’t think of anythxng Nothmg

comes to my mind: I_]ust can’t think of anythmg
In a second type of attentxonal repetltlon the speaker seems
unable to drop an 1dea or a phrase For example: .

A man v1ew1ng Rorschach Card v si' “That looks
like a boot. Well you put your foot in h Your foot, it
fits in there; and it's ok through right that part: Put

your foot through the top of the boot You know what I

through the. top of the boot shde it in. ’-Here we see
the phrase and :idea of ‘“put your foot” contmumg to
intrude-into- the passage.-Such mental processes catch

up the speaker’s attention, and he is seemingly unable
to let go of an idea.

s 101
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- TwO-Sther ROchestef !nvestigators; in a separate study, have
reach€d the saMe conclUsion. They call this type of dysfunction
“the iNability tO disatt®Nq from stimuli” .

-The Yecond Major oIy of attentional deficit, termed. atten-
tion breqhs; occurs. when the speaker’s words suggest-that he
““has JUmpeqd to anothe’ idea without connecting the old idea to
what he iy pow sayi"8” The result is to engender in the
listerl®T- “a seNSe of Pewilderment because he has not been
suppli®l with the confections” between the ideas expressed:
For iBStaiige, & young Womaii’s response to a Rorschach card
went 83 follows: ** . .- this looks like a part.of the southeastern
Unit#d States Coast froM gide and side, with this being Florida
and v38uely this, and-the saying that goes: Life is neither black
nor white byt different shades of grey—which are my sorority
color® Sxcuse Me, yoU know what I'd like to do sometime? Is
take. 2l the charts and records and mail them off to a ghost
authoT ang get nine'®nths of the property. No, I'll write
mysell T wagt @ book that might interest him.” . |
© Eafly jn heir work with families i which at least one -
persol™ wag schizophf®N¢, -Wynne’s group has recalled, ghe
thersPlsts had “singulatly different’” experierices from thosd of

der W& preseNt, ExpeTlgnces with the schizophrenic families
were degcriped as “m244ening” and ‘‘exhausting.” For exam-
ple: | o o :
J1 & segsion which Was not unusual for this family, the
MOther of Mary, ¥ho was severely schizophrenic and
MUch- o the time %®urely paranoid;-openly -dismissed
the therapists as ‘unatics. Her manner was almost
disarmingly - affectlonate; thus both augmenting and
0PScuring the mUTderous character of ‘the assault:

inclydeg berself—'04t men were inherently unreliable -
204 ahzpdonment By them was inevitable. Thus, the
fact th,t they were also child-like, ineffectual, and
stUpid wab perhaPS less than tragically consequential.
Jt Wwas within theé framework of this position, and in-
the jmpediate cONtext of the comments about the

’
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lunacy of the therapists that the mother-angrily re-

proached her daughter for “not really wanting to get

well,” since otherwise she would triist the doctors and *

confide in them.

The father of| this family spent a great deal of time -

delivering weighty and protracted homilies to his wife
and:daughter. The tone of his remarks was generally

kindly and detdched; condescending; and moralistic;
their content included pedantic-reminders-of why they
were present; platitudes about ‘maintaining a “‘pusitive
outlook,’! injunctions about facing the truth, no matter
how unpleasant it might be, and repeated -eulogies of
the virtues of the analysis of motive and meaning. His

decidedly pompous air neatly complemented his wife’s
uniformly depreciating fondness. He invariably®agreed
with anything that was said by either of the thera-

.pists, and, as invariably; the character of his agree-
ment, as this was reflected- in- restatement, was—con-

spicuously outside of his awareness—one of elusive
parody, partly.in its grave solemnity. He dealt with his
daughter’s intense distrust by gently lecturing her on
the need to rely-on others: While it was clear; he said,
that untrustworthy persons existed, the majority were

“just a part of her illness” which she should try to put

out of mind. At the same time he maintained a con-
stant vigilance over the- therapists, watching-them
closely during the sessions. He: often interrupted his
wife, scolding- her-for having -interrupted ‘Mary. He

would sometimes sternly reprimand her for failing sin- ¢

cerely to acknowledge -the fact that Mary was seriously
ill, but otherwise seldom failed to refer to this as any-
thing but “her little nervous trouble.”

During. one session; Mary. launched into a diatribe
bathroom and utter lack .of consideration for others;
which she judged as outrageous. Mary was immediate-
ly condemned by her mother for her appalling selfish-
ness “which is not-like you” and for “not appreciating
that this girl is sick—otherwise why on earth do you
imagine -that she is in the hospital!” After rudely re-
buking  his wife for her lack of understanding and

about her roommate’s selfish appropriation of their

sympathy, the father turned to Mary and.went on
patiently to explain that the other girl was “not very
well” and that Mary should really try to be more

AT
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 The transcript ‘is clearly filled with contradictory remarks,
but when_the_therapists called them to the parents’ attention,
both denied having made them..

Wynne and his coworkers carried out numerous studies in
Wh’i’(;h‘\én' investigator, knowing only the rérsjlrirlt's of the tests,
would predict whether ‘or not a family contained a. young
schizophrenic. ,

‘PREDICTING UNSEEN WHETHER OR NOT A FAMILY MEMBER
HAS SCHIZOPHRENIA ’ -
~Singer, in particular; ‘scored very well in blindly matching
parents and patients: She would first study the transcripts of
what the parents had said, while other psychologists were ad-
ministering tests. Then she would deduce the type of illness
suffered by the sick offspring, and also its severity. For in-
- stance, of 20 young people who had been diagnosed as_schizo-

phrenic, unknown to her; she was right 17 times. Of nine
borderline schizophrenics, she was _right seven times; of six
neuretic patients, four. There was less_than 1 chance in 1,000
that her predictions could have been made accidentally. .
Then she studied transcripts of the patients’ tests and pre-
dicted to which family each person belonged. She was right 33
times out of 36. o ) 7 7

In one study by the Wynne-Singer group three teams sepa-
rately tested, diagnosed, and scored the communications of 113
fariiilies. High scores of communication deviance correctly fore-
told that 20 pairs of parents would be found in which either
one or both had borderline schizophrenia or worse. High scores
also correctly identified an additional 24 pairs of parents who
had a schizophrenic child even though neither parent was
schizophrenic or had an illness related to it. The parents of the
schizophrenics, it should be noted, were not totally different
from other parents. Rather, they varied along a continuum or
related to diagnosis, applied to all members of the families,
including those who were not patients. The well siblings,
though, had lower scores than the parents. The findings sug-

gest that the family system as a unit is involved.
o-thl N o= 79 = 4

e
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In_another study, the six main factors; summarized earlier,.

distinguished the parents of schizophrenics from those of bor.
derline schizophrenics, of neurotics, and of normal children.

Also; the results for parents of a psychotic child who did not
have remiissions differed 'sdiiiéQE?:t:from those of parents of a
psychotic child who did héiiéjériissions: The-frequency of com-

munication deviations was much the same in one group of
parents as in theother.. However; the parerits of remitting

schizophrenics made significantly more derogatory, extraneous, .

lllogical, and contradictory , remarks than the others. The
Wynne group suggests that such parents have communication

featiires which “may be distressing but often are clear enough

to.permit or even stimulate disagreement. . . .” These parents

also had significantly. fewer instances of failing to sustain the
task set. On the other hand, the parents of npnremitting schi-
zophrenics were more vague and ambiguous. gi)giiif‘iééﬁiiy; they
were also much more likely to have had a schizophrenic-like
illness themselves. This suggests that interaction between =

genetic factor and deviant communication can_contribute to
chronic or nonremitting schizophrenia in the offspring: =
. -Why does usually only one child in a family with deviant

parental communication patterns become symptomatically il1?

Wynne observes. that children in the same family, unless they
are identical twins, normally vary widely in their intellectual

endowment, temperament, and. vulnerability to illness.  Addi-
tionally, children, partly because of differerices in sex and birth
order, have different roles in the family. Children’s experiences
outside the family, as well as physical problems, differ also.
Finally, the relationship of each child and the parents differs
considerably, partly because of the individual differences al-
ready mentioned, partly .because parernits as well as children
change over time, and partly because how each child fulfills or
disappoints parental expectations produces great variety in the
kinds of relationship and. communication. Although Wynne and
Singer - have shown that brothers and sisters are somewhat
niore similar to each other.in communication styles than they
are to children in other families, differenices within a family in
both vulnerability and actual illness patternis are entirely rea-
sonable and expectabie:

;-
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HEREDITY AS A FACTOR IN.SCHIZOPHRENIA

‘Many researchers-have prodg’g!g apparently strong eviderice
of a powerful genetic fagtor affwork in the development of
schizophrenia. Wyiite believesythat *an -inherited disposition
does play -a_role biut.not as ‘exclusively: as-.often implied. To
throw more light omthis question, h€ and Singer and a cowork-
er, Margaret L. Tdokey, receritly* made a “blind’. assessment
(meaning that they did not-know which.parents had a schizo-

. phrenic child and which did not) of the transcripts made some

years earlier by another.group of investigators (psychiatrists

Paul H. Wender and Seymour S. Kety, and psychologistDavid

Rosenthal), who ‘Hold that heredity is highly important. Thtee
groups of parents had been studied: th )de with an adopted child
who later became Séi\i;ibbhtéﬁic; bidlp%i'c’a’l parents of a schizo-
phrenic child; and a ontrol group of parents with an adopted
child who was_normal. Wyrnine and his associates found:that the
parents of a schizophrenic, whether the child was their own or

‘had been adopted, all tended to score high in communication

deviance. This was not the case with parents in the control

group. - - e e L I
'The original group of investigators. found that the biological

_ parents showed the most severe psychopathology, the parents .
of adopted children who became schizophrenic showed less, and
" the control parents the least. ’ S
The. findings reported in the preceding two paragraphs, -
Wynne and_his associates: hold, ‘‘are consistent with a gene-
environment interaction viewpoint. . ..."~ In other words; both
genetic and_environmental factors, acting together, may_ be
essential if schizophrenia is to develop. A child may inherit a_
gene or genes predisposing to schizophrenia. But the illness™
may never develop unless some environmental factor interacts

with the genetic_material. The environmental factor in which
the Wynne group.is most interested is, of course, family rela-
 tionships—parental communjcation styles in particular. Other
research suggests that 6t5§r types of stress may well be the
environmental factor in many cases. -

- Wynne and Singer assume that communication deficits are
likely to predispose to schizophrenia rather than to precipitate
it. Such deficits, they think, inicrease a person'’s vulnerability,

O
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brought on by .both genetic and other- factors’ The 1llness itself

. may be precipitated by a variety of circumstances:

.Vulnerability or predisposition to schizophrenia is defiried, in

Wynne's words, .+'as the individual's characteristic threshold

beyond which stressful events b?bajt@:ciér decompensation, mani-
fest-in the clinically diagnosable symptom picture.” o
‘Like most, other investigators, Wynne does believe, that he-

redity plays a strong—and sometimes a central—role in .the
development of schizophrenia. But; he says: . +
The genetic components of vulnerability are inevitably ./
shaped from coneeption onward as the result of trans-
actions ~of the- individual -with the psychosocial and .
physical environmments. Furthermore,  the transac- .
tional point of view implies feedback loops in which

the individual modifies the--same “environment that °
continues to be formative of his personal qualities. . . .

- Interchanges or “transactions at each developmental
phége}ﬁgi;l—,dquai}le outcome of earlier transactions. .

. Cons,tqitlitional, -and experiential infliences -recom-
bine in éach developmental phase to create new bio-
logical .and behavioral potentialities which then help
~ detegmine the next phase.
~ This vlewpoint implies’ that prevention and treatment can

4ake place at many stages of development. And it recognizes

that the child influences the parent; as well as the other way.

around. . e :
_ A person’s vulnerability may be either.increased or decreased
by what Wynne calls “‘response dispositions;”’ which he thinks
are partly inherited. These -dispositions inciude the modulation
of attention; thg susceptibility to stimulus overload (that is; the
relative ability te react healthfully to such stimali as parental
or family discord or to a variety of emotional probléms outside
the family); and patterns of cognitive and emational controls;
such as degree of impulsivity. )
No such. factor in itself is probably specific for schizophrenia;
Wynne notes, but sorie or all together “may potentiate, inhibit,

-or mask_the clinical manifestations.” As an example, “a high

readiness for rage, perhaps inborn, could make schizophrenic

breakdown more likely, whereas controls of rage leiirned in the
family environment” could forestall it. Wynne goes so far as to

conjecture thuat the environmental factors may turn out to be
the specific contributions'to schizophrenia: The genetic factors

-t
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with which they interact, he suggests, may_.be nonspecific. In

any event, he agrees with the general belief among researchers
that beth_heredity and the environment have major roles in

the production of this major psychosis.

ABNORMALITY IN THE CHILD? , ,
Wynne poiiits out that only longitudinal studies, such as the
one his group is conducting at the University of Rochester; can

MAY DISTURBED FAMILY COMMUNICATION BE DUE TO

give an answer to what he suspects is probably a chicken vs.
egg kind of question. Somie critics have argued that the behav-
ior. of 4 preschizophrenic child might be so abnormal as to
induce abnormal communication patterns.in the parents. And

there is some, quite scant, research to-suggest that this may
indeed be so. For example; Joan Huser Liem; a Harvard Medi-
cal School psychologist. used a word game to study communica-
tions in 11 families with'a schizophrenic son ranging in age
from 17 to 25 years and iqii,,féfﬁiiiéé with a normal gon. In
this game, the parents worked together; and the son separately,
to describe to a tape recorder a common object or-concept.- The

aim was to make the descriptions_so clear that what had been
described could be quickly identified when the tape was played.
The parents then listened to and responded to tapes made by

their own sons, and ngxt—forming artificial families—to tapes

imade by the schizoplirenic. and.normal sons of strangers. In
turn, the sons responded to tapes made by their own parents

and by the parents of other young .men, either normal or
schizopBrenic. o o

As expected, schizophrenic sons showed more _disorder in
their talk than normal sons and their parents. But the parents
of schizophrenics did not show more abnormal communication

patterns than normal parents _and_normal sons. Moreover, .all

parents made more misidentifications in responding to schi- .

zophrenics than in responding to normal young men.

' The Rochester group comments. that_the communication dis-
orders studied by’ Liem were not the same as those studied by
Wynne, Singer, and their associates. Also, a study of ‘artificial
families cannot sample the longstanding feelings and relation-
ships of natural families: The Liem study\does show that people

have a hard time understanding psychotic talk.

'

' - 115
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Wynne d]SO notes t}mt ,‘“ one of hxs studxes the scores of
young schlzophremcs on communication’ devnance, like those of

their parents who were not schrzoptﬂze@c _were lower than the

parents’ scores. Moreover Wynne,; Singer; and. two assocnates at
Roc ester analv commumcatlon devnance in a group of par-

had to be Ho’,pltahzed for long periods. Most of the parents of -

these nonschlzophrenlcs were very upset by the dehnquencnes

they beheved mlst Remly that the offsprmg were schlzophremc

Nevertheless, the pgrents showed markedly lower scores on _

way around However:, Wynne emphasnzes, nothr g can be sure
until the returns from the longitudinal studief are in. There
are some 20 of these being conducted in.the United States; but
only a few are concerned with communication deviance as well
as with other aspects of family life.

Prehmmary f""din'gs from one of the 1nvest1gatnon that do

thke into account abnormalities in communicating hage récerit-
i n reported by psychologists Michael J. Goldstein, Eliot H.

Rodnick; and their associates in the Umversny of California at

Los Angeles Family Project: This. pro_;ect is studying. relatxon-

shlps m the famlhes of emotlonaiiy dxstdrbed adolescents seen

When parents both had aboht the same number,,of communica-
tion deviaboens as the parents of.a child already diagnosed as
schizophrenic, the troubled son of these parents was considered
atdiigh’ rlsk to schlzophrema ‘

Five years after the initial tests; the investigators have re-
ported on the psychological health of 23 sons, all 20 or 21 years
old at the time of the followup. Five years earher, they had
been troubled but nonpsychotlc Now 11 of them, or almost one-

EN
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who had lngh scores in communlcatlon dev1ance -were 51gn1ﬁ-
cantly more likely than other parents to have children in the
schizophrenic spectrum ‘group at young adulthood.

Stﬂl\_the investigators report, ‘“We cannot reject’ “the | hypoth-

esis that the dev1ant parental communlcatlon stylés may have

ies. .
- In a 3-year followupA SO far Completed for about one- thxrd of

the1r families,’ the Rochéster investigators have found a
number of significant effects of famlly commiinication patterns.
Where these were dev1ant as measured in the Rorschach tests

munlcatlon devxatlons were domg worse in school than. other

chlldren The differences in -these- children were 1ot only in

intellectiial and academiic competeuce but also ip social skills

as viewed by their classmates and teachers: - .

-In a few years we §ﬁould have Clearer answers to Schlzophre_-

nia’s predictability, prognosis, and remedlablllty, and to the old

question of whether it is the deviant offspring or the deviant
parenits who make for disordered; gnaddenxng Commumcatlon

styles in families that eventually produce—for more than one

)

_reason, undoubtedly——-a schlzophremc offspring. “
L. Y :
Rel‘erenééé
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DETEGTI@N AND PREVENTION

OF CHII;DHOOD DE@RESSIGN
ro

-

Pnncvpaf invesﬁgators Léon Cyiryn M D and Donafd
H. McKnew, Jr., M.D. . . , ¢
%th’dr: Herbert Yahraes* ‘ '

.

“I -am the blggest troublemaker in my family,” said a wor-
rled lookmg 10—year—old glrl “I cry a lot and feel welrd a lot
the stupldest kld in class .. B never really try to klll myself
but sometlmes I thmR to drown myself

dumbbell . ‘ Sometimes I would llke to klll my frlends or my
own stomach or arm . Friends make fun of me all the
time.”

~ Thase chlldren were talkmg to Chlld psychlatnsts at the Na-
tional Institute of Mental Health (NIMH). Although none of
these children was psychotic, all had High depression scores, as
derived from two scales designed to mieasire ‘depressive symp- *
toms in children. The siibjects were among the 30 children or
grandchildren of 14 consecutive patients recently admitted to
NIMH for observation and treatment of a depressive psychosis.
The children were between the ages of 4 and 15: Of the 30 child

subjects more than half were considered * overtly depressed” at

know the chlldren or else either d1d not realize or agree that

'

*Sce note at end of chapter.
733
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Vo 'the symptoms of- chricthood depresw mlght be less marked
‘than; or_even different. from; those of: adult depression. At any .

_‘one.time; varibus studies mdlcate as many as 20,children  in
< 106 may be suffermg fromsymptoms of depression. Just hOw

many suffer from a formal cljnical disorder is; however, open to
question: Though the Incxdence of this disorder used to increase

steadily with age; as_a recent report pomts out, “the’ growmg

%of depres;srpnﬁm the young has. brought about a peak
by

d 10 yputh that outstrips middle age and is exceeded only
e elderly.”

B -MASKED DEPRESSION

Chlld psychlatrlsts Leon Cytryn and Donald H McKnew dr.,
who were two leadmg members of the NIMH mvestlgatory

Psychlatry Branch NIMH that many chlldren :
hyperactlve may actually be depressed Certamly,

actnvnty is common. ThlS type of‘ depreg\on may also be: masked
by school problemsLdelmquency, and: either behavior or psycho-
somatic disorders. Every once in a while; though ‘such chlldren
are hkely to actually look or ”act depressed The 1nvest1gators

fested in thelr dreams and fantasnes the same depressnve ele-
ments—stuch as frustration, despair, and hopelessness—as those
-shown by the clearly depressed chlldren :

cal School and at Ch11dren,s Hespltal Washmgton 'D.C.; use
several measures. One is a psychiatric interview which notes
any background of depressive signs—such as sadness, despair;
feelings of hopelessness or helplessness, and thoughts of sui-
cide. The investigators also éval'u'at'é 'wh'at' the CHild thinks of

rlal’ by havn g the chlldren make up storxes, mterpret plc-
tures, and recduiit their dreams.
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As an example of maske depresslon, these aut'horrtles tell
_ about Albert; _a.12;year-old"boy, who:-had been sent to, them
“¢because of his disruptive behavior in school He was aggresslve _

land hyperactive. His grade§ were poor and his social _adjust-

- ment margmal A look at the hoine situation sugges,ted two

© ... many - children, who have a behavior
problem may. be basically, depressed
| Iy, depresse

I‘:major probable causes T'he mother held a full tlme JOb was :

aally. Una;yallable to her children; and had. once ‘been investi-

g ated for child abuse; the father was an alcoholic. who. aéshmed

» reésponsibility for the fa’m’rly and who frequently beat Albert

- dn sum;; the child, llke mahy others w1th a. sirmlar condrtron

".had experlenced both reJectlon and depre(‘,latlon

- f‘Throughout the mterv1ew Albert was apatietic and sad. “He

. described *himself as. dumb as; the laughmgstock of his® school-

" ‘mates; and expressed ‘the beltef that everyone was plckmg on’’
h'rme He saw hnmself as madeq,ate and helpless "‘On “the
antas x~ Strong preoccupatlon with |

losions, and death; invari-*’

”»

s ‘of; anm}u}atmn ‘viofence; e: (p
abl Wwith a bad ontcome {for the main ﬁgures
Albert dld not merove 1n fact 1172 years later he was sent.

‘atterﬁpts 0 escape,_,from a, l}as\

such a defense is self destruétive; but “1t helps ward off the
unbearable feelmg of despalr and; on .the basis -of. the newest }7
evidence; seems to “be far commoner than . most of us think. In ~
other word s, many children who have a behav1or problem may,
bebasrcall depressed,, O S

If a child is ‘marked by. hyperactrvnty, delmquency or other

behavmr dlsorders, school drfﬁcultles, or psychosomatlc com-

" have h1m or. her checked for depression. -

The famlly members of. the children with a: masked depres—
.§i6ri, report these mvestlgators, “often presented a plcture of
dlsorgamzatxon and sévere psychopathology, usually in the

form of a character defect but- gave no hlStOI‘y of a clear-cut
depressxve illness:.”

e

. (.\Q R
&y



O

ERIC

Aruitoxt provided by Eic:

736 MENTAL ILLNESS AND THE FAMILY
ACUTE DEPRESSIVE ILLNESS

In add1t10n to masked depre551on Cytryn and McKnew have .
found two other types of depression among children: acute and
chroruc

In -the acute type, there always seemed to be a clear cause,
usually the loss of a beloved relative or someone else very | close.

Though the ‘loved one_had died in some cases, -usually he or

_she—for any one of a varlety of reasons, such as personal

'problems or._a_move—had Simply reduced or cut off the love

and care that the chlld had been counting upon and the loss of
which was seen as rejection. In the case of 6-year-old Beatrice;

the. prempltatmg cause was traced to the rape of an older
sister; 17, who had been servmg as a mother substitute because

the mcxdent the sister became thhdrawn preoccupied; and less

attentive,” and w1th1n 3 months young Beatrice was admitted
to a psychlatrlc ward because she had gradually withdrawn
from activities, was faxlmg in school; slept poorly; and_lacked
appetite. -“Her 'rr;'o"o'd the psychiatrists report; “was markedly

depressed as evidenced by a sad and tearful facial expressnon
slowriess of movement, monatone voice; and verbal expressions

1nd1catmg hopelessness and despalr "
After several days of hospital care and attentlop, but w1th -no

specific treatment for_depression; Beatrlce became -outgoing
and started to eat and sleep regularly, her mood brightened,

and she was SQCJable, active, d alert ' Two years later

' gams

Interestmgly, Cytryn and McKnew report that such 1 1mprove—
ment, “‘despite the absence of any formal treatment program;’
has been * ‘almost ‘universal” in cases of actte childhood depres-

sion, such as Beatrice’ s. They suspect that it occurs. because the
child has been removed from one or more noxious environmen-
tal circumstances, ‘“coupled with the rallying of the. family

around the Chlld who is labeled 1ll because of the hospltallza-

stay, even af'ter 5 years

1 ");’j‘i

.00
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CHRONIC DEPRESSIVE ILLNESS __
Chikdren afflicted with the third type of depression, chronic,

. rep0rt Cytryn and McKnew, differ from: the others in these
maJor respects They have a chronlcally depr’éssed parent evi-

been separated several times; from lnfancy on, from persons
they ‘had__counted upon; evidence of an environmental force;
and no sxngle preCIpltatlng 1nc1dent can be found.

das dan emergency case at the age of 7. She conldnt sleep,-

couldn’t eat, and for several months had had screammg epi-
sodes. She had often threatened suicide because she was “a bad
girl” and nobody loved her. Part of the. problem was the girl's

mother. a helpless woman overwhelmed by famlly responsibxl

_ quent marrlage was stormy, Carolmes stepfather had Beaten
the child severely; then he and his wife had separated; but only
for a whxle

was born Forjhere is evldence that her mother as a Chlld had

been neglected by her_own mother and been brought up in an

atmosphere of v101ence Evidence has been found that a condi-

tion which mxght be. mddiy described as ‘‘poor parenting’’ often

is passed on from. generatmn to generation; particularly in the

case of child abuse. The abusmg parent; Jnvestlgators often

have shown, is frequently the individual who was abused him-
‘self, or herself, as a child: Some children who were physwally

assaulted or otherwxse maltreated as: youngsters manage as

. adiilts nevertheless to become good parents; many others do

not.
One of the most i'rripb'rtént per?ns in Carolines llfe as an

months e
After Carohne had been dlscharged from the hospltal she

dagain “became depressed and developed abdominal cramps and
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ther, these symptoms rapidly dxsappeared

TWO FORCES: Hsaéaﬁ’y AND p‘mmm ééHAViéh

than 50 percent of the offsprxng were at- least moderately de;
pressed when interviewed—usually overtly so.. Environmental
,fdiées were iiiidbiibtédly at Wdik ‘because the shifting iiibbds 6f

derment on the part of the chxld Y ,
,,Research by other investigators demonstrates that heredltary

forces were probably heavily involved; too: Among the general

population; the_ incidence. . of mamc-depresswe psychosis has
. been estimated at less than 1 percent; among close relatives of
mamc—depressxves it hovers around 10 percent Further; stud-
ies of 1dentxcal twms have shown that, 1f one twm has this

ly, the whole story.- Obvxously, in - addmon to heredxty, the
parent-child relatxonshxp is of prime 1mportance o
_Cytryn and McKnew found_that many of their parents had

“suffered rejection and depreciation by their parents or loved

ones either all during their lives or at least over a period of
many years.” Such rejection may take many forms: blulph gtate- .

ments stressmg the chxlds madequacy, attitudes and actions

be conscxously -aware:- Qf_ thexn behavxor, They say, too, that
“depreciation of the child can be shown through overprotection
as well as through rejection; both attitudes convey the basic
message of the child’s madeguacy and worthlessness.” Conceiv-
ably, the chxld s depressxve outlook 1S caused exther by “1dent1ﬁ-
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who are at risk for psychosns becnuse they may have mherlted
a predlsposxtxon for it, the genetlc factor; rather than the qual-

1ty of the parent—chxld relatxonshnp, is of prlmdry lmportance

influenced by that of the parent -child relationship:

DETECTING CHILDHOOD DEPRESSION EARLY

indlcatlons Qf depressron in chlldren—partxcularly when

somethmg has gone wrong at home; playground; or school—are

quite common; _as €ytryn and McKnew poxnt out. Usually,
though they do not_last long. The problem is julged to be

depressive illness when it cantmues for at least several months

“4nd is associated with severe. impairment of the child’'s scho-

lastic and somal adJustment and with disturbances’ .in. eamng
and sleepmg “In more serious .cases .the child’s_thinking is

aff‘ected by feelmgs of despaxr and hopelessness; general retar-

dation, and, in the severe form, by suicidal thoughts.”
In the best position to detect early 1ndxcatxons of chlldhood
depression; these investigators say, is the pediatrician -or the

family physician. Each knows the family’s history and the
parent-chxld relationship “‘and can observe the child directly for

any sign of depressxve mood and behavior.” Also in a strategic
position is the school or child guidance clxmc .
The doctor’s role may be particularly val)nable in suspected

cases of masked depressxon “in which the_ child is_usually

regarded by the family [and often by the_school] as_delinquent

or lazy.” The doctor may try to 1nvest1gate the case himself

“through the use of simple playroom techniques. which will

elicit. fantasy material in drawings; dreams; or selected projec-

tive tests or he may . . . refer the child to a psychiatrist. In
either case, if the suspicion of a masked depressive reaction is
confirmed, the all too-frequent mishandling of such cases will
have been avoxded .
_Any person evaluating or treat1ng a depressed parent Cytryn
and McKnew _ advise; should inqtiire about the emotional
status of the patient’s children . .-. . -”-Conversely, all child
5&&6&56&& When Sééing debreésed Children ‘éhbiild Cbnéider

125
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TREATING DEPRESSED CHII:DREN
When the Chlld is younger than 8 years old and when the

these auth,qr)tneﬁs advise ,fa,mll,y, the;apy, whlch_, 1n¢ludes, t,he
éfrctéd Child bftén Cbﬁpléd With indii)idiiél péyChbthéiépy for

the child.” B}

These psychlatnsts pomt out that many famllles partléﬁiarly
those in which a child has a masked depresswn, respond
better to dxrect guxdance and emotxonal support” than to the
tradmonal interpretive and nondu‘ectlve form of psychothera-

“Of course,” they add, “there are situations where tradi-
tlonal psychlatrlc 1ntervent10n of any klnd is not feasxble In

mumty resources such as Juvenlle court, halfway houses, foster
homes, and even the police.”
In adults; a wide vanety of antldepresswe drugs~—1nclud1ng

gh;ldren, so lithium is rarely used w1th them. The other anti-
depressives are being more widely used;, but no comprehensive

evaluation has been. made of their effectiveness. However; in

laboratory work with Rhesus monkey babies that had reached

the stage of despair (retreating to a corner of the cage; ceasing

to vocalize; and. refusmg food and water); antidepressant drugs

have been shown to reverse the symptoms

? Another major question for research, in addmon to the effec-

tiveness of antidepressant medication in youngsters, is whether

el
'.-\')\
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or not childhood depression’leads; or predisposes; to adult de-
pression.

° -
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chky at bxrth wexghed almost 8 pounds and appeared to be

perfectly. hea[thy, yet he showed no- pleasure when held by his
d n Sond to their smiiles or other shows of

arents and did not fesp
/,affectlon His motor develdpment was normal, and he walked

when he was 16 months 3ld. But he never babbled. When he
was 18 months old; he said something that squnded like “no’; it

was his first and last word. By the time he was 2 172 years old
he was completely uninterested in social relatlons and. totally

unconcerned by separatioii from his parents. During. the next

few years-he remained easﬂy dlstracted and very hyperactive

He was either extremely anxious or- extremely lethargic. He

also swung between penods of_aggression directed at himself

_and periods of aggression directed at others. .

At 7 172,-Micky was attractive and bright eyed but hxs only

attempts at communicatmriwere ‘whining to his mother to

indicate hunger” and aggressive lunges toward the medical

staff of the hosmtal where he had been- taken for treatment.

The doctors_could find no specific neurological or blochemlcal

abnormalities. They prescribed one of the phenothiazine drugs
commonly used against schizophrenia. For a while he im-

pmved showing decreased -activity and increased social . rela-

tions; “and for the first time he was able to follow simple

instructions.” After 4 months, though, he 105t these ééiﬁé and

*See note at end of chapter. -

12
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“even with mﬁhipulatiaﬁ of the medication, there was
of reducing his activity and destructiveness.” Becaise
becomihg harder and harder.for his family, Micky

mitted to a residential treatment inktitution.

s
no way
life was
was ad-

During the first 4 months in the school, ke made edi.

cational and social gains. Then, again, at age 8
years, he had:another radical-mood shift, which
him uncontrollable, banging his head ail day,

172
left
and

bruising himself. During this time, he seemed uncon-

trollable, and at times he required restraints to pre-
vent him:from hurting himself. He then had another

shift, and_he would sit for hours, holding a nurse's

hand, apparently in great distress and muttering *

‘uh;

uh.” He puled his hair; leaving wide areas of baldness.

A’ detailed neurological anid metabelic evaluation

performed, - revealing him to. be thinner, more

was
dis-

tressed; and even more socially uniresponsive than he
had, been--1 year before; but otherwise with no indica-

tions of any central-niervous-system disturbance.

_ Mieky suffers from “‘primary childhood autism.” His story is.

told by child psychiatrist Donald J. Cohen; Associate Professor
of Pediatrics, Psychiatry, and Psychology at the Yale Universi- _,
ty_School of Medicine'and Child Study Center. Cohen;, who %

also. Psychiatric Director of the Children’s Clinical® Research

Center, Yale University School of Medicine, is one of the coun-

try's leading authorities on autism and several other neuropsy-

chiatric disorders of children which are discussed in this arti-

cle. Although these disorders still have many puzzling
authoritiés such as Cohen are making progress in dist

aspects,
inguish-

ing one from the other; elucidating subgroups, getting at the

basic causes; and testing drugs and other forms of treatment.
-In addition to Micky’s classical or primary autism, there is a

condition known as “secondary childhood autism.”. Develop-

ment and behavior in this type may be almost the same as. in

the other, but the trouble seems to be secondary to recognized

disturbances; such as brain damage associated with measles or

A.

blindness (retrolental fibroplasia) somietiiies following the ad- -

with lead poisoning, inborn errors of metabolism, }d a type of

ministration of too much oxygen to premature infants at birth.

- One child out of every 3,000 has autism. The condition may

be noticeable from the very start. The child’s attention_may
fade in and out. He4 \ likely to be uncomfortable when held: He
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specxal competencies and interests: The care research team at
the Yale Child Study- Center workmg with. Cohen includes a
developmental psychologlst and educator, Barbara Caparulo; a

research child psychiatrist, Dr; J: Gerald Young; and other

research assoclates They work in Collaboratnon thh ‘other

rologlst whojbeads the sectlon on pednatrnc neurology at Xale
Dr. Myron-Genel, the chief of the sectron on pedlatrlc endocri-.

nology, and Dr. Julian Ferholt, a chilg chlatrlst who Spemal-
izes in psychosomatic disorders -of early ﬁdhood In addition;

nenroradlologrsts pharmacologlsts, psychologlsts and human

geneticists join in collaborative research prOJects‘ﬁvhlch no one

could undertake along' 7 :
Blologlcally oriented clL,mcal research w1th chlldren ‘is expen-

sive.- During research hospltahzatlon, disturbed children re-

quire private nursing care.and the almost full-time attention of

a researcher. Specnalnzed tests and laboratory procedures may
cost hiiridreds of dollars: Thus, a several- day research study of

"one -autistic chnld may cost over $1;500 in time; laboratory

studnes, -and hospntal costs. The research .of the Cohen group is

‘funded by several sources, both public and private. The Chil-

dren’s Clinical,Research Center is supported by the Division of
Research: Résgurces, Natlonal Institutes of Health. A specnal
Mental Health Clmncal Research Center w1ll Eeiopened as the
Health co- dnrectors wxll be Cohen and psychlatnst Malcolm
Bowers. -Private foundatlons such as the William_ T. Grant

Foundation and the Ford Foundatiorn, have furided: certain as-
pects of the research. Most gratifying, according to Cohen, has
been the support of private donors whOse involvement in the
research stems from being parents of children who have-the

disabilites being investigated. -

j
Y.
~
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THE SADDEST DISEASE | ; E

normal way.” Even to the it her the autlstlc infant ‘may
respond no more warnily than tou piece of string or a ﬂash-
light: This 1nab1]1ty is accompamed by aloofness, 1naccessnb1]1ty.

and luck of mterest “which superficially may resemble the

picture presented by the most severely mentally retarded chlld
However; the autistic child’s usually normal developmental
landmarks and relatively normal phys:cal development differ-

entiate this type of disorder from mental subnormahty -

Yet some autistic chlld{cn dlsplay amazing word recognltlon
skills. They can read very well, and they can also-repeat com-
plex senterices read to them. They cannot explain, however,
what they have read or heard. “Autistic chlldren Caparulo
and Cohen repOrt “dare notorious for their abilities to repeat
strmgs of sentefices; to remember routes to places months or
years after first being exposed to them, to notice changes in the
placement of furniture or the preserice or absence of toys in an
office; and to.remember‘dates and numbers . . . .”” What seems

to be impaired “is the szgnzﬁ Jice or meanmg of the obJects,

events; and people; and relations among them, reflected in the
written or _aural commnmcatlon ” Examination usually un-

covers nothing neurologically wrong:

For many years as even occasnonally today, autlsm was lald
at the parerits’ feet. Fathers and . mothers were -judged to be
cOld to show htt]e more than a pollte lnterest in thelr chlld to

child experts 777777
Cohen puts 1t thxs way ‘The hope dur1ng th 19405 and

what could be potentxally undone. Today, however, parents of

_autistic children. are consxdered Iabe like the parents of other

handncapped children whose care poses mhuman burdens. Par-

ents are usually unhappy, worried; angry; discouraged, and
5 &

(.I\) |
Oy
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exhausted But they are not as a group; unconcerned or anlov-
ing.’ Many of (he parents of the autistic children studied by
Cohen keep their children home rather than send them tq a
resrdentral treatment facrlrty bAnd for these parents “mari al

because an autnstnc child places an 1mp0551ble stress on a
marriage. "
Instead of envrronment congemtal endowment may somehow

autistic chrldren R . }
Notions about the root of the tronble are begmnmg to accu-

mulate, and these have nothmg to do with relationships within

the. famnly One basic problem appears to be the autistic child's

inability to generate rules for dealing. with information re- .

ceived -through the. senses—or_even to_understand these rules

when they are explalned Caparulo,;md C€ohen; for example,

have studned a brxght autistic 10-year-old who liked to draw_a

popular restaurant over and over gain. His drawmgs were
dccurate; obvnously he had 4 sense of 51ze Yet; when he_was

apes acwrdmg _to size; he

asked to arrange. eight geometrlc :
was bafﬂed In other words, he could draw a bmldlng accordmg )
to scale, but.he could not understand the concept of smailler
and larger ' :

a,bno,rmalrty, or dysfunctron n the body S system for 7regulatmg
the state of arousal and attention. For example, the rate at
‘which.the heart works and the blood flows usually changes as
states of -attention change. But Cohen and an associate found
that in the mosﬁ dlsturbed chrldren suchﬁ rates d1d not follow

Cohen and 7other 1nvest1gators sugg,ests”that. the most dlsturbed
of the Children may be almost habitually in a state of hypervi:

123
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symptoms, the Yale mvestlgators pomt out, iy may be seen as 7
compensatory mechanisms.” As one 16- -year- old movmgly ex-

_plamed ‘I am sad about my body, but it's. no good_to be sad:

You should try to make Jokes when you re feeimg sad
wnth overactmty of. the dopamme system Dopamme is one of
the so-called “blogemc amines'- ' essential for proper_brain. func-

tioning: It is; in_fact,_a_neurotransmitter:_Like other neuro-

transmitters, each apparently acting in its own portion or. por-
tions of the central nervous system, it carries from one nerve
cell to another; at an unbelievable speed, the electrical signals
propagated in the brain. A transmitter serves in effect as a
bridge over the synapses; or the tiny clefts between nerve cells.
Coﬂeﬁ notes .that drugs; such as haloperidol and biieiiot}iié-
zines; Wthh inhibit dopamine action; have therapeutic value in
some cases of autism; while drugs such as the stimulant, dex-

troamphetamme Wthh mcreases that actnon exacerbate the

a dlsturbance if the neurot:ansmnssnon system may help cause
the:stress, mstead of the other way-around. However; as. Cohen

is the first to pomt out; a great deal of research by a number of

mvestngat‘ors will be needed to establish the truth or falsity of

these and related ideas:
Nonetheless. the recent dlscovery by Dther sc1entlsts of two

groups of neurotransm1tters quite different from those found

earlier seems only. to strengthen the transmitters’ importance

to mental ‘health: The new groups have been named the ‘“‘enke-

phalins” and the * endorphlris Chemlcally, they are peptides;

or cambinations of amino acids, which in_turn are the building

. blocks of protein. Cohen and J. Gerald Young point out that

bt
RPN
r’\
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the: newly found compounds affect the processing of sensory

ka,nd emotional_signals and ‘‘may be involved in modulating

pivn and pleasure ,,,,They have wide implications for under-

,standmg and. -treating a’ varlety of mental illnesses. Among the
subjects to be investigated; or re-investigated; as the result of
the new findings; these_researchers list “the turning away from

sensory stimulation and the unusual sensitivities of some autis-

tlc chlldren, > the hypervigilance of psychotlcs, the mablllty of

""ture of drug dependency

Other investigators have found that one of the main hor-
mones, triiodothyronine, produced by the thyroxd gland makes
for ynprovement in some cases of autism. Cohen’s group, in
turn ﬁnds that some autlstlc chlldren show markéd swmgs—-—

hormone Because of these and earller '”din"gs;VCohen and-
other researchers are studying the way in which thyroid hor-
mones afféct the metabohsm of braln neurotransmltters

sensmze neurons to the eff'ect of the various transmnttlng
agents. When the flow of thyroid hormones is reduced for some

- reason, the bram Lnes to mamtaln a steady state by 1ncreasmg .

pounds are produced too rapldly, tke brain slgnals the thyroid-
tq ease up: & I

he marked swings of a thyrmd hormone noted in severely
hutx'tlc children may go hand in hand, under this hypothesis,

1 \broad swings in béhavior. Thus the.effectiveness of thy-

_ ro;d':’”fedlcatlon may be related to its ‘“‘dampening of fluctu-
“ations.’\
Anothéy factor abparéntly at Work in at least some cases of

’ .autlsm 1s 'f hlgher-than average amount of lead in the blood

302-751 0 - 79 - 10
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"p’r'e‘?i'enci‘ oi" l'e;id in the b’lboagtrmm, thougli théy x'a'rély are.

son durmg his first 17 years, when she first. brought lnm to a

residential center. 'l knew _that as_ soon . as 1 brought him

there,' she said; ‘“he would be as happy as_he was at home; He
d1dn t seem to rmss me lor a mmute. But Cohen estlmates

rridnvxduals thh language abnlxtxes and 1mproved socnal rela-

~ tions_who. may seem merely odd, eccentric; or very immature.’

In socml snuatrons, thelr behavior:

.

. usually Jacks- spontaneity- and reﬂects the hard

work they and thelr parents and teachers have put .

R txons, for example. how to say “ﬁne, thank you,” in-
- stedd of honestly respondmg w1th a dlSCUSSlOn of the;r

In school Such autistie md1v1duals may show areas of

hxgh mtellectual ablllty and may learn to read well

able value. The older autistic md1v1dual S speech usual:
ly remains deliberate and stiff .

In splte of maior 1mprovements these older md1v1duals
- remam anxnous and perhaps depressed ‘as they recog-

tive actnvntles or work or play in a mutually meaning-
ful way thh others.

FOr the less fortunate autlstnc Chlld whose language

adolescent years remains clearly contmuous thh that

limited. . ,
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referred to Chlld development clinics; Cohen repQrts and cer-

tainly the most common symptom that brings autistic children
to child-development specialists, is slowness.in beginning. to
talk Among such children is a subgroup dxagnosed as. havmg
primary chlldhood aphasla, ‘usually defined as the failure fo.
develop, or dxfﬁculty in using, language and speech in the
absence of mental retardatlon deafness, or a primary emotion-
al disorder.” {Other terms used for the same condntlon are
“cornigenital aphas{la -and ‘ llepatth acqulred aphasna both
meaning ééééntially that the cause is unknown ) It differs from

Among 30 chxldren thh prrmary childhood aphasna studied

k by Cohen and Caparulo ‘many if not most had been diagnosed

at some time as autistic. However, ‘‘characteristically their
gestation and. dellvery were normal; the first year or two of life

was complete}y uneventful;, and the child was thought to be a

healthy, socially attentive youngster by his second birthday:
Then, somgtime between age 3 dnd 4, the family bécame in-
creasmgly,anxnous about slow language development Usually,
by the late preschool years, the child began to show increasing
act1v1ty, dlfﬁCultleS in deplaying attention, and 1rr1tab111ty If
seen in a psychiatric facility, the diagnosis of Chlldhood autism

rmght have been made although parents were qu1te clear that

mother and could make use of mime and gesture in a meanmg-
ful way . ' Alutistic children, in contrast, “‘do not establish
meaningful aff%ctlve relations, and they often actlvely resist
making social Jcontact .- . . . However, aphasic: children do
become ' 1ncrea51ngly agltated and disturbed as they recognize -
thelr dlfﬁcultles in communicating.” Among-children with pri-
mary or congenlta.l aphasm some have an addltlonal dlfhculty

meow Or a dogs bark Earller 1nvcst|gators desngnated the1r
trouble as “‘congenital auditory imperception.”

L2
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There are several other groups of childhood aphasias, some-
times less severe. than the congenital condition. ‘One major

group is called “developmental” because it occurs slightly later’
> childhood. Children with that type may achieve the use. of
sentences, Cohen reports, while children with congenital apha-
sia generally do not develop the use of ‘even phrases, In gener-

al, child aphgsics comprehend language much better than they

produce it. They are alike, too, in_having more social attach-
ments with their parents than autistic children. have; and

sometimes with -many other people as well. And they give

evidence of a well-integrated imaginative life. o '
Some clinicians believe that autism and childhood aphasia

are related, but Cohen points to a fundamental biological differ- -

ence: The electroencephalograms; or EEG's, of autistic children
tend to be “normal or borderline abnormal, often showing some
o atarity or lack of symmetry.” But the EEG of an aphasic
Shila “most often reveals dramatic, seizure-like patterns of dis
e These “may be most clear overlying the areas of lan

guage function, but may also exist in the occipital or in the

minor hemisphere: The EEG seizure patterns are not associated

with clinical seizures [as in epilepsy]; in fact, they may occur
several times a moment without any clinical change.” 7
Interestingly, though; the use of iiedicines that- generally
prevent or reduce the number of seizures in an epileptic does
sometimes work with aphasic children: Cohen reports: “The
rediiction of paroxysmal EEG activity by the use of anticonvul-
sants such as Dilantin hgs, in our hands; sometimes led to very
gratifying improvement in the language and behavior. of .the

“aphasic child:” This suggests “that the paroxysmal EEG .abnor-

mality may represent a cortical disturbance and one intimately
involved with the child's organ of language and ability to learn
and use language.”
This investigator continues: .
e for themselves a rich rep-
ertoire of signs and gestures and may often take to the

use -of the American Language of the Deaf with great

Aphasic children may creat

facility and pleasure; L(_?a;rijijgmtg’cqmmunica,té opens
_ up new avenues of social interaction -and allows. the

child, sometimes for the first time, to meaningfully
express abstract ideas. Mute autistic children may also

be instructed in the use of the American- Language of

the Deaf, and we” have seen how several of them have

1 ? S
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shown -improvement in their general functioning and

the ability to learn a reasonably-extensive repertoire
of signs. However, in contrast with children with apha-

sia; those with autism remain severely limited in their
use of gestures, which they never acquire spontaneous-

ly; and their gesture and mime language remain Sste-
reotyped and directed by immediate needs, rather than
by the wish to make social relationships more dccessi- ?
ble. ,

__.Still; says Cohen; there are just as good reasons for assoa]at
ing childhood aphasia with primary childhood autism as there

are for completely distinguishing between them:. “Perhaps the
m(;st,,persué.éiiié evidence of a fundamental relationship : : -

comes from studies of sibships.”, The: Yale group is studying
several families; each of which has several children. And in
each_case; one of the children has symptoms of autism, another

of aphasia; a_third of a delay in acquiring language. Further,
“The family_historj€s-of children with autism sometimes reveal
relatives with aéliy'éd language characteristics, and this is a
finding which is quite characteristic of the famiilies of children

_with childhood aphasia.”

Continued study of the likeness and ¢he differences among
many childhood disorders; Cohen is syre; will lead to enhanced

obsessive-compulsive ‘‘character disorders,” mental retardation,

and a condition discussed later, Tourette’s. syndrome, although

all seemingly quite disparate, do have one feature in common—
the display of repetitive, stylized behavior. If researchers can
find the basis for controlling such behavior in one_disorder,
they can go on to show how that behavior is biologically linked

to or set apart from the other disorders. R

As the aphasic child grows older, Cohen reports; “every in-
vestigation has found increasing hyperactivity and lack of abili-
ty to attend.” Other universal behaviors include “aggressive-
ness, distractibility, memory defect, immaturity and silliness,
seclusiveness, social withdrawal, reduced ability to deal with
abstract thinking, and variability of performance on 1Q tests.”

. This_investigator notes that “the sense of immaturity and
silliness observed in most aphasic children is heightened by an

intensely clinging and -symbiotic mother-child relationship;. in

which the child sees his mother, who is often the only person

h-m‘
C-‘QJ‘
-
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who understands h1m, as representmg the onl) stable and reli-

able source ol emotlonal and socnal support

among physncnans “Dlsturbances in the parent-chlld usually

mother-child, relatlonshlps also stem from the difficulties en-

countered in the course of seeking a dlagn0515 and. treatment;

As parents persevere-in trying to find approprlate education
and care. for their Chlld they olten recelve conf'hctmg and

phrenlc or autlstlcrand ref‘erred,by child specnaljsts or psychiat-
ric units to special schools, 26 percent were t"ound to be pri-
marily apha51c with secoridary autistic reaction.’

What happens as the apha51c voungster grows up” Usually,

Words Connotlng abstract qualltles like temporal relations

and affective states or emotions remain elusive .
_In addition to the treatment procedures mentloned earller

behavior-modification technlques have been used successfully

thh aphnsxc chxldren *md also vnth autxstlc chxldren to control

v

technlques reward a chiid 1m[ned1atel far behawor desired by
the teacher, theraplst or parent and ignore other behavior (or

For the treatment of severe language lmpalrment whether
associated with childhood aphasm or with autism; Cohen offers

several recommendations. Such impairment; he. observe.s. _re-

quires 1nten51ve 1nd1v1dualue ; and olten one to -one. spe(:ldl
5kllls 18 5tressed Wlth specnallzed educatlon and a minimal
number ol mterruptnons laqtmg over vedrs 5omc of thesc chil-

l‘;v) ‘ 5
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that ‘summer vacutions’ from special educational p'rjo’é'r'ams are
to be avoided, as these often_lead to loss of skills acquired only
with a great deal of energy from child and teacher. Children do
best with a teacher with whom they may work over the course
of several years. This continuity is especially important for the
most developmentally disabled children. For some of the apha-
sic children, in particular, the introduction of a sign language
(American Language of the Deaf) has proven to be extremely
valuable . . . . Instruction in sign language provides the child,

and family, with a broader range of gestures. We have also
observed changes in the behavior of several mute, autistic chil-
dren once they were able to communicate in a more symbolic
way with adults.” '
ATYPICAL PERSONALITY DEVELOPMENT

Coheni calls this name “a_grab-bag term.” He uses it to de-
scribe those children who from the very first years of life seem
to have marked deviations in“personality development and in
the formation of warm and appropriate social relations. Ary
other designation for this group is ‘‘early onset, nonautistic,
childhood psychosis.” At every-age these atypical or psychotic
children seem to have some deviations in_the way they relate

to people, difficulties in the control of impulses, and problems
in acquiring age-appropriate skills.

.. children with atypical personality

As the investigator notes, these afe very much like the diffi-
culties of autistic children. But the ‘children with atypical per-

sonality development do become attuched to other people.
Moreover, they hiave discriminating attachinents: They become

attached to-their mother, for 'exzimple; Butnot to a stranger.
Autistic children, though, will go off as readily with a stranger
as with their mother. ‘
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- Then;, "too; children with atypical personality development
have mych more organic impairment. They have a history of
traumatic deliveries; their EEGs.are abrormal; their facial ap-
pearance is often unusual. Autistic children tend to look mich

like their parents and siblings; while those with atypical per-
sonality development “‘often look as though they belong to an:

other family.” Moreover,; their disturbance is less severe than

the autistic child’s, though later on it may develop into child-
hood schizophrenia. Finally, Cohen has found; the children
with atypical personality, unlike those with autism, tend to
come from families that are stressed or disorganized: 7

A variety- of causes or of symptoms suggesting ‘a cause has

been found in Cohen's group of such children: Among them are

brain damage from lack of oxygen'at the time of birth, epilep-

tic-like seizures, and hypothyroidism. However, “often, the bio-
logical predisposition seems compounded or even overwhelmed
by the strains in the family and the stresses imposed .on the
child:" This finding contrasts with what the investigator has
found in childhood autis. : S
Children with atyp®al personality development, . suffering

from. anxiety, learning problems, and difficulty in _forming

- social attachments, Cohen notes, can sometimes be very much

helped by early psychotherapy. In individual treatment or in

treatment in small groups, Such as done under the direction of
Dr. Sally Provence at the Yale Child Study Center, children
with éiypical::pg;sonp[ity developmient can be helped ‘to modu-

late their anxiety and to progress slowly in forming trusting

relations with adults: In addition, their parents can benefit

from guidance 'tl;?t helps them to:understand their child’s indi-
vidual-sensitivit

s and needs; as well as to deal more effective-
ly -with their own interpersonal and psychological problems.

Strengthening the family life and improving parental compe-
tence can: have immediate impact on the child’s development.
Somé children with atypical development may benefit from

medication; ntany will require special education or education

designed to be moré responsive to their individuul needs. ,
Recently, atypical personality development has been concep-

tually rélitéed to one end of the spectrum of childhood difficul-
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personaintles It has been hypothesxzed that the most extreme
form of this disturbance may be, or may appear to be, one type
of atypical personality development. For some children with
MBD; stimulant medication may help.

' PSYCHOSOCIAI: BWAR FISM

by 1mmatur1ty in behavnor It does not respond to growth hor-
mones. And 1t seems to occur only in families faCmg an abnor-

When psychosoclal dwarfé are hospltahzed Cohen and other
researchers have found that they show ‘‘a remarkable accelera-
tion in physical growth.” Before or -at the start of the hospital
stay, tests show thét théir proﬂuctioh of the growth hormone

relations.” . :

More and more such cases are bemg, seen at umversnty and
other hospitals with large child-care departments because,
Cohen - suspects; - such children used to be 'diégh"o'ée'd as h:avin'g

an endocrinological abnormality. “But now,” he continues, “we

can test much better for gp}tuntary function, and we can say,
‘No,- they're not like thode other children’—those with. real
pituitary disease, the hypopltultary dwarfs. Those are children
from -a normal environment who fail to grow. They respond to
growth hormone; the psychosocxal dwarfs .do not.”’

The condition occurs-in all social classes but probably in only

the most disorganized families. Cohen’s colleagues, Drs. Fesholt - '

and Genel, have studied several such children over long periods
of time. One child studied by -Cohen was brought to the hospital
for evaluation when he was 12 or 13 but looked 6 or 7. Various
doctors had siuispected a chronic gastromtestmal prob_)em -or

11
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middle- claSs fa’m’rly and had developed normally durmg the

first few years. But when. his father left to serve in the army

for several .years, ‘the mother became depressed and the child

greatly_reduced_his. eating: Just before it was time for him to

" start school; the boy was eating hardly anything; by first or

second. grade, hIS 11near growth had stopped When brought to

How do doctorstreat such a child? .
Cohen. answers: “We. give them psychological support love;

an. atmosphere in which they are not constantly experiencing
anxiety; and _the opportunity to learn how to take pleasure in

normal eatmgL o

“For._any long term success; though Cohen continues, ‘‘the
parents have to be educated ~or: re-educated, to: parentlng”

do somethmg about hlS troubles and worries. And children
have more worr1es than most adults e1ther remember or be-

ate. substltute must be found. 7
The 1nvest1gator calls attention to a dlsorder known as ‘an-
orexia nervosa,”’ or réfusal to eat becatise of psychologlcal over-

concern about obeslty, which occurs primarily among-adoles-

cents and young adults and results in dangerous weight. losses:

“WHhy in some ways,” he asks, “isn’t the appetxte disorder in
these psychosocial dwarfs similar to what we see in'some young
people later on?”’ He and_his group have been intrigued by the
p0sslb1hty that psychosociat dwarfism is provok{d by the stress

and dnxrety of the preschool years; while-anofexia nervosa- is In

‘some way trrggered by the endocrinological Changes of adoles-

cence. But he is inclined to think that the two conditions are
separate rather than related. ]
z‘ft the bﬂSlS of the trouble m psychosocnal dwarﬁsm, Cohen
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f"/the functxomng of the hypotl;lalamlc-pltmtary gland system,

whose many Jobs lnclude the arousal or suppressxorf’of appetlte

goes out of kxlter under farmly st;ress ‘To Cohen; such an hy--
pothesis is consistent with the observation of the disturbances
in parentchxld relatxonshxps produced by autxstxc children: He
hopes ‘it will not be necessary for a generatxon of parents of
children with psychosocxal dwarﬁsm to be made to suffer the

same torment at the hands of caregivers as have the parents of

autistic children from 1943 until the early 1970s:”

‘

TOURETTE 'S SYNDROME

strange and dlsconcertmg Condltlon,, less rare than commonly
believed; known as-‘‘Tourette’s syndrome” or ‘‘chronic; multi-
ple-tic syndrome.” It is first manifested by tic-like blinks and
g’riinaces in the early séhool years As the investigator p'o'in'ts
grade ,chlldren., Bgt in chlldren wrth Toure,t,te,s syndrome, the
behavior spreads.-Instead of involving-just blinking and grimac-
ing, it comes to include shoulder jerks, body jerks, and then,
oftén, repeated movements Such- as shoulder shrigging, hand
jerking, or kicking. The person also makes little noises, V"thifch
may sound llke whlspermg or the whlstle of little 'rni'ce later

own dlstress—-partlcularly, as is often the case; if he is a sensi-
tive; intelligent person. :

: The investigator tells of 1.3 year-old Bernard whose trouble
had first shown itself in kmdergarten but who, in spite of his
jerking, writhing, and urcontrollable sounds, became expert in

P |
N
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both baseball and basketball:. Reports Cohen: “‘His mpyeméﬁié
oo attributed to ‘an allergic or asthmatic personality’ by a
pediatrician. At age 12, » Yppeared to be a very husky, friend-
Yagt comprehension and production
were normal, whose ing€lligence was within the normal range;
and who was able to/form warm and ‘meaningful social rela-
tions,” even though he was teased for his jerks, grimaces; and

. To freat the youngster, Cohen used slowly increasing doses of
haloperidol, & drug often used in treating schizophrenia, though
probably not to the same extent as chlorpromazine and other
phenothiazines. These slowly increasing. .doses ‘“‘completely

eliminated all the symptoms,” Cohen reports. At a certain level
of medication; Bernard was able to say that he felt like making
a movement or saying-a word, but could inhibit it. At a higher
level, he no longer felt the urge. When  the medicine was re-

duced, several of the movements reappeared. When it was in-
creased a little, the movements were again controlled. 7
In the case of this grimacing, jerking, spontaneous sound-
s ridol work? Apparently the

1t schizophrenia.. Against that
major.. psychotic illness, haloperidol and certain other com-
pounds appear to act by blocking; at least to some exterit, the

same way .it seems to work

- action of the neurotransmitter known as “dopamine.” This

action was discussed earlier in the section on autism.

Children like Bernard, Cohen suggests, may have a normal
amount of dopamine (in any event; their spinal fluid contains. a
probably normal level of dopamine’s breakdown produicts) but
may be abnormally sensitive to it. This reasoning is based on

the children’s responses not only to a dopamine-blocking agent,
haloperidol, but also to a stimulant drug. When a child like
Bernard is given such a drug; his symptoms increase, ‘‘presum-

ably because of increased dopamine in a system which is al-
ready oversensitive to it.” _ . - o ‘
Cohen and Shaywitz have also thrown light on what may be
at least one basic biological disorder in hyperkinetic or hyper-
active youngsters—excitable children who have trouble concen-

trating. The dgﬁpaminé turnover rates in :t;héicentral riervous

systems of such.children; meaning the rates of production and
use, “appear to be relatively reduced,”.an indication._that their

supply of dopamine may be lower than average. Cohen points

115
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make these chlldren worse.
Each . of the severe disturbances of early chlldhood-—along

with its subgroups—discussed here reflects in Cohen’s view “a

vamety of xﬁieractlng metabollc, genetic_and env1ronmental

whose proper functioning depends iipon the correct amotnt and

functioning of dopamine. And at least one amelj6rative factor

" seems to be medicine that controls the output or use of that

brain chemical.

DETECTING AND DOING SOMETHING ABOUT
DEVELOPMENTAL DIFFICULTIES

How can parents recogmze when they need he]p"
When the chzld is an mfant Cohen points to a numl;e; Of

e Slow motor development not Crawhng by 7 months for in-

starice, or not walking by 16 ‘months:
e Failure to form social attachments, such as smllmg at a féw

months of age; knowing the parents as special people by 6.

monfﬁé éﬁ()}mng separatlon worries at 8 or 9 months
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- Durmg the toddler years, 1ndlcat10n that the parents need

help is provxded for example, by the child’s hyperactivity; ag-
gressiverness, and failure to advance his 1anguage skills.

o
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 During the preschool and éarly school vears, Some of the help-
needed signals are troubles in learning, particularly in reading, -

unusual fears and preoccupations, or problems in paying atten-
tion. . -

When parents notice such problems or are worried about
anything_ else_they. consider abnormal, what should they do?

these is the child’s pediatrician or the family doctor_If the

parents feel that the physician has not understood or seems

uninterestéd in the problem, or if both the physician and the

parents feel the need for further advice; they should seek out
Specialiss—mainly child prychiatrists and pychologss 1pe

cializing in children’s development—who can perform develop-
mental evaluations.

st what is involved in such an evaluation? Cohen answers:
The developmental evaluation of a young child should
include thorough physicat evaluation; including assess-

ment of general health, sensory functioning (hearing,
sight); and neurological status. Often; this may require -- ~
laboratory-tests-such as urinalysis, screening for genet-, .
ic disorders; .an electroencephalogram (EEG), blood " }
tests, and other procedures, depending on thegature of
the child’s jproblems. Careful observation and develop-
mental’ testing, performed by a specially trained pro-
fessional; may require several visits to assess a child’s
developmental level and areas of -particular difficulty:
Repetition of such testing -over -the course-of -months
may be needed to determine if there is progress or
deterioration.- Since: children’s developtient- occlirs in
the context of family life, careful social evaluation of
the fami&y is generally required. A social worker, phy-
sician, of psychologist may spend a number of hours
with  the parents; learning-about their own histories
and the way in which the family’s current functioning
might influence-the-child.-On the basis of careful as-
- sessment; a diagnostic team may arrive at a specific
diagnosis which-can -be-conveyed to the parent. The
major function of ‘the diagnostic assessment is to for-
mulate -a-plan- of action or remediation, not to decide
on a “label” for a child. There %?fséﬁé’réj, possibje
results of a diagnostic assessment: The parents may be
reassured that their child's development is within the

normal range or that his difficulties are transient

oy |
| N
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‘ They may be gmen parental gu1 1ice- about how to
-relate to a specific-aspect of their chlids personality;
e.g., how to deal with his sensitjvilly or irritability;-or
how to help the: child througha péirticularly difficult
riod. The chx].d may require spec al psychiatric; psy-
chological,<or educational help,-and-the diagnostic as-
sessment-can help the parents and rofessmnals struc-

; ture a comprehensive program for thld when this is

necessary

A:&j child - thh developmental dnfﬁ ultles proceeds toward
adolesCence and beyond, Cohen remm}f us, his needs must “Bes,
a

con Eanﬁy,reassessed to make -sure that he is receigifig the

ﬁr}afe type of help. A medicine or other therapeiitic pro-
%e that l;iayg\bsen helpful at one stage of growth may
useless .a other ‘Coritrariwise; new discoveries may have

made more effec;;ye treatmentgs atlable. The best hope is that

ll tr}alned professionals—m t likely to be found in- clinics

and pther institutions associated with medical schools==will
work fogether as the child’s advocate. This means working to

advarnce his cause on all fronts—medical, rehabilitative, educa-
tib'rial governmental, and social:

The challenges are strong and numerous. Whlle remaxnmg
approprlately\and judiciously optiinistic about further under-
standing of the biclogy of development,” Colien notes, “we
should_keep in mind that the best we can offer most children
with severe developmental disturbances today is good humane

care”. He adds that “for the vast majority of children with

autism_in the United States today, even these basic needs are
not satisfred.” C>
In the long run, as Cohen emphasnzes, .the best: hope for the

preventlon or amelioration of the major disorders of early
childhood lies .in. research. The training of -more researchers

and the SUpport—governmental and pnvate mcludmg individ-

ual—of- more research into the basic causes and treatment of
these disorders would certaxnly pay off Wlthln a year” Perhaps

N

toward m'b'r'e and more c00perat1ve research {cooperative both ,

within ‘and among 1nst1tut10ns) continues. Yet within recent
years, government pOlle has been toward less support.
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" childhood

»

CONDITIQNS HELPING EMOTIONAL HEALTH o
Asked what he would say to a parent who wanted to_know
what he/she could do to ensure the emotional health of her

child, this child psychiatrist replied: o
“Oh,; I wauld say, ‘Have fun with your child; have_fun with

your husband or wife:’ The most important thing a parent can
do—assuming that the child is within the range of normal .
health—is to enjoy what he or she is doing with their children.

I would say: ‘Don’t worry—there are no gimmicks or gadgets
that are really . important; and there’s no curriculum _they .
should use with their 1- or 2- or 3-year-old child. An overzeal-

_ous concern about mechanical things will distract them from .

something very important—the sense- of pleasuyre in doing -
something gratifying and watching something grow.”” L
. Among other essentials for a child’s healthy development;
Cohen believes; are these:

® The parents should be sufficiently available So that the

child can form a trusting relationship with them.

e The parents should respect the child’s individuality as well

3

as their own special needs and competencies. T
® There should be consistency  in handling. The child should

not have to éxperience either numerous or disruptive
changes but should be given enough new expericnce to be
stimulated. 7 S _

e The parents should feel comfortable in asking for guidance.

when they need it.
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BASIC TRAINING FOR PAHENTS

OF PSYCHOTIC CHILDREN

Principal Investigator: Eric Schopler, Ph.D.
Author: Bette Runck, NIMH

As the parent of an autistic child, one is more
ridiculous than heroic—like a éludging, slosh-

—-Josh Greenfeld; A-Child Called Noah

_TEACCH is, loosely, the acronym for Training and Education

of Autistic; Psychotic and Related Communications Handi-
capped .Children. D1v1swn TEACCH is - the organization that
does 'the TEACCHing. It is something llke a boot camp for the
parents of troubled children, a training ground where mothers
and fathers are shaped into teachers and therapists. At five
TEACCH centers scattered across North Carolina,. parents

learn the techniques that -the professmnals use to. reach and

train psychotic children. These parents become their own pro-
fessionals }ﬁx rts at helping their own children:

--Parents 1 special training just to raise a psychotlc chlld.
Skllls and habits that normal children master as a matter_of

course—dressing, going to the toilet, bathmg—are _for some

psychotic children, major battles to be won. A. iﬁbrd a gesture;

or a facial expression can take months to iear_n, if ever learned

at all. Every week, parent and child go.to a TEACCH center for

guidance in-working out the drills that help the child learn

suich basic skills: At home; every day, they carry out the
767
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768 MENTAL ILLNESS AND THE FAMILY
drllls—sloggmg thelr way towtrd some sort of lmperfect vlcto—

TY.e o L
For a place that depends 80 heavxly on dnll mstructlon,

TEAGGH center has an. oddly casual air about it: There’s noth-

- ing in dress or manner to distinguish a staff worker from a
parent. There’s little to suggest a hlereréhy among the staff,
Therapists; administrators; and teachers wear their profession-
al credentials like old uniforms grown too snug to be buttoned
comfortably.

During their first visit or two; mothers may be notlceably
dlstressed fathers nervous Thelr worries soon subside. Parents

daughter to mstltut:ons and profesmonals But they also dare
awakened to the1r chlld s hmltatlons Most learn that there is

their children: And they get help in trying to live w1th this

hope-shattermg realization:

Division TEACCH is a- statew1de largely State-supported pro-
gram, which -is closely allied with the public -school system. In
addition to the five dmg’m:stlc and t;reatment centers,. it oper-

ates some 25 classrooms that are located near the centers; in

regular public school buildings: Admlmstratlve headqnarters

are on the second floor of an old nurses’ dorm across an alley
from the sprawling hospital and medical school complex at the

University of North Carolina in Chapel Hill. == »

TEACCH director and cofonnder Dr. Erlc Schopler, 1s’ a psy-

he s,runnmg,the zough eqmvalent offg boot, camp; th,en he does
it with no-hint of -a lockstep-style. He and. his staff march to
the tine bf éébh Child'§ iéi}iiiiéiﬁéhté éﬁch féh‘iil)”"é réébﬁkbé§
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sis. Theoretlcal ﬂlghts-of fancy. common in thxs subject, are not
evident in hls work.

PAHENT AS THEHAPISTS

It was ev1dently Schopler s down-to-earth traits that ﬁrst got
hlm interested in training- parents as cotherapists. Early in his
career he began to question, examine, and finally reject the
belief that- parents- were to blame for their child’s psychotic
condition. In Schopler's view, that belief grew out of the need
of professionals, especially psychiatrists, to find a scapegoat, for
their scientific and therapeiitic failures.. He became convinced
that if psychiatrists were not wedded to their theories, the&
could see what was in front of them. What Schopler saw_were

parents who were “more like the victims than the creators_of

their child’s. psychosis.”’__He saw _parents -who desperately

wanted to help their children; who spent time and money they

didn’t have trekking around the country in search of a cure.

Could anyone -be_more motivated to help a child than his_own

parents? Could any professional do ¢ as well when parénts spend
so_much more time with the child? Does-anyone better under-
stand or care for a child? Who; after all; is responsible? Who is
Eb’ét Iikély tb’ have a-continuing relationship with the child 10

7

Cbuld anyone be more motwated to help
" a child than his own parents? -

A Pilot Study
By 1966 Schopler was ready to t.est the idea that if parents

were taught the right techniques, they could “treat’. their own

psychotic children. The idea was compellmg not_only because

’parents were hlghly motivated to help their children; but also

because: there snmply were not enough professional therapists

to provnde the ongoing, day-to-day treatment that seemed to be

required: Few mental health facilities would even:consider ad-

mitting children dlagnosed as autistic_ or severely psychotic.

Schopler started a pilot program for training parents as cother-
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770 MENTAL ILINESS AND THE FAMILY

apists. Déﬁiﬁiié his: dim view of psychiatric beliefs about psy-
chotic children, Séhiibliir riiieii.?iid the b]iiéiiini.; and Sﬁbbdrt of

quert J. Relchlerl a chrld psyghmtrrst ‘who Ffud Jomed the
departnient in 1965, collaborated on the pilot project. Except
'du'ri'ng Rei'cl’ile'r’s Ziyeiir iib’één'cé bétvifééh 1‘)67 'a'n"d 1‘)(5‘) » he and

gram through the years. ‘Their close collaboratlon ended when
Reichler moved to. Seattle in 1976 to become Director of the
Depurtment of . Behavioral Sciences at Chlldrens Orthopedic
Hospital and Medical Center and also Professor of Child Psy-
chmtry ut the Umversxty of Washmgton

Durlng the early pllot prOJect Schopler and Relchler were

chotu: chxldren, like those who were otherwise developmentally
dlsabled or. culturally deprlved’ would be able to achieve

some success in school if only they were identified and. trained

to overcome their handicaps before they started first grade:

The pilot prOJect was directed at. spec:fymg the “precursors to

school failure in ChlldhOOd psychosné as weli as deveiopmg

cnans

- Like other mvestngators, in the mld 19(105 Schopler and

Relchier believed that the “ﬁrst-orderhandlcap" -afflicting_psy- .

chotic children, especially autistic children, was the inability to
relate to other.people. The assumption was that this fundamen-
tal problem in human relatedness produced impairments in the
Child’s ernbtibnal life and in his ébgnitii?é abilities (that ié. in
perlence and research have -convinced Schopler and Relchler
that the social withdrawal characteristic: of psychotic children
results from their impairments of perf:eptlon, intelligence, and
language—rather than the other way around. Biit the investi-
gators’ early emphasns on relationships reﬂected their commiit-
ment to involving parents in the treatment process, and it put
them on the right track as they looked for specific techniques.

=3
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Sbhopler nnd Rmchler get out to merove xhe lnternctlon be-

tween pareiits and child a8 u first step. towurd ameliorating the
child’s handicaps. Their team would spproach each child on his

own terms to.learn his strengths and weaknesses; talents and

~ deficiencies: Then it would guide parents as they-learned to

rench their child through whatever perceptual channels were

open.. bchopler and Reichler would also teach parents how to

Control the troublesome behavior problems—such asgmndermg

away; temper tantrums, and bizarré body moven®nts—that

create turmoil in the famlly and angry and anxious feelings in
its individual members. - :
The pilot project proved that the tréatment model had prom-

ise. Parents welcomed the. tra‘?nmg they - recelved Not Only did
it seem to-help their child, bt it helped them to regain confi-
dence in their abilities as parents. Many parents even devised

therapeutic techniques of their own. Their. children became

easier to live with—a source f occasional pleasure and prlde

- Becatiise of this apparefit sucdess; in 4967 Schopler applied to

the National Institute . of Mental Health. (NIMH) -for a grant

that would allow him to expand the pilot project and test the

treatiment model systemuhcally NiMH supported the Child
Research Project for 6 yenrs

Division TEACCH

As part of the treatment program parents and prOjeCt staff
met together one evening a month. Video tapes of each parent

d Chl]d were sh0wn and dlscussed Though not - reqmred

w1de dlfﬁarences in educatnon and social status they nli parincn—
pated in the discussions. At the end of the. €hild Research

Project’s first year, Schopler reported that the meetings had

given parents the opportumty to share problems and support
each other in learning to accept the limitations of their chil-
dren. . - .

- About that tlme Schopler and Reichler remmded the parents

that the._ research program would be ending long before they

would be réady to give up the help it provided. At the end of
the program's second year;, Schopler reported that the parents
had accepted this: challenge by forming themselves into the
North Carolina Chapter of the National Suciety for Autistic
Children. At first, the group worked to increase its men? er-

el 5;‘/
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ship, raise funds; and promote rgseunch and special education

in public schools. Then the parents became politically active.

They pressed for legislation_that would . provide public educa-

tion -for children with autism and related disorders of commu-

nlcatlon Reichler drew up a draft of the. 1egxslat10n The bl”

that - was finally passed (without a .dissenting vote) created

TEACCH——the Institute for the Training and Education of Au-
tistic and Commurslcatlons Handicapped _€hildren: It was to
become a division' within the Umversutys Bepartment of Psy-
chiatry. :

Division TEACCH as. |t has come to be called i8S one s of the

rare cases where a successful, federully funded experimental

treatment program was expunded and continued as an ongoing

part of State and local services: NIMH - pard for a major share

of, the cost of the experimental phase, and then the State of

North Carolina took: over to rov1d+ contmum gervices for
p g

psychotic children. The |mportance o \this achievement should
be emphasized. The transition was ordefly; the expansion was

gradual, and there were few breaks in setvice:to the children in

the experimental program. Even more  remarkable, the

TEACCH program has been extended to serve most of the State

without sacrificing its ability to treat one child at-a time ac-

cordmg to his or her needs. Because it offers services democrat- -

ically and has resisted the pressure toward becommg bureau-

cratic. and uml‘orm, Division TEACCH may be the most_effec-
tive statewrde program available to psychotic children in this
country

' Elsewhere many parents of psychotlc chxldren contmue to be

turned away when they seek help. Or they. are frnstrated and.

dlssatlsf'ed wrth the treatment their chlldrén do receive. Whole

around takmg care of one psychotlc ch|ld :
It is dlfﬁcult to |mag|ne how one. smnll Chl]d can create such
do these chnldren differ from other rhentally handicapped chil-*
dren?
{

CHILDHOOD PSYCHOSIS

disorders to nnderstand the most heartbreakmg to witness.

Iz
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that suggests some awful despair grown out of defeat and resug-
nation. Yet it is visited on the very young; who are inexperi-
enced in the ways of the world too young to know gmlt too

They are- the mscrutable ores, the wanderers in the mght the
lonely little creatures lmprlsoned by one of naturgs jailers: It
is little wonder  that they stir. deep pnssmns in their parents

and those who try to treat them and understand the nature of
thelr dlsorder

Untll the turn of the century, psychotlc chlldreh were prob—
ably grouped- with brain-damaged or retarded children and
treated accordmgly About then, the medical commumty began
recognizing the unusual speecly and_behavior of these children

and came to see them as psychotlc. In 1943, Johns. Hopkléis

Umversuty psychlatrlst Leo Kanner pubhshed a now-classic_ar-

ticle describing 1t children with a pattern of symptoms which

he eventually called early infantile autism: Other investigators

identified groups of children with other symptom constellations

and Comed such dlagnostlc labels as chzidhood schzzop, renza,

_Even when these groups are consxdered together psych

of early childhood are rare: The best studies_to date have found
that abont 450 or 506 of every mllllon chxldren bdrn are eventu-

be far from accurate; however, becauseconfu510n over. dlagnos-
tie léhelé rﬁékes it likely thét rnaﬁ'y ehildreii ére rﬁiédiégﬁbéed

low -income famllles are not often dlagnoged quthtlc or psy¢

_chotic. Beginning with Kanner, investigator§, have reported
again and again ‘that disproportionate numbers ‘of autistic chil-
dren come from middle class and professmnal families (the
reverse of the pattern for adult schizophrenia, where working

and lower class patlents,predommate) _Children . in. . the

TEACCH program, who have access to treatment regardless of
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- mconsustent even by the stahdgrds of psychiatry, where diagno-
Tot troversml topICs (For dlscus-

boys as glrls are dlagnosed as,p,sychotlc. Investlgatorrs, also seem
to agree that psychotic children are a remarkably diverse
group. Each one seemis to have a unigiie pattern and sequence
of attammg maturational milestones—when they are- attained
at all: A psychohc ChlldB abllmes range up and down the
develOpmental ladder; he may -piece together complex puzzlées
when very young, yet never._learn to speak: Behavior varies

w1dely, too: Some psychotic children are hyperactive, but more

are slow_and phlegmatic Some._scream and shout and have

temper tantrums, while others are abnormally quiet and with-
drawn:

The TEACCH Ch||dren 7

artly because of xhls varxablllty, mvestlgators have Spent

lmge amounts of time _and energy over the. years attémptmg to

define just what chatactenzes psychotic children. Recognizing
that the:issue was far from settled;. Schopler and Reichler
developed a “‘broad but descriptively explicit” system for rating
the- presence and severity -of psychosis in children referred to
their project (Schopler and Reichler 1968 and 1971). Their 15--
point rating scale was based on nin€ criteria formulated by E.
Mildred Creak (1963) aiid her “British Working Party.”” Of
th’éée 'c'rite'ri'a, fo"u'r Wére later identiﬁed b'y B'ritish p’sy'ch'iat'riét

™ Severely abnormal or. delayed use of language and prelan- ,

~ guage skills” (such as the normal 2-year-old’s rich babble)
e Serlously 1mpa1red relatlonshlps thh other peop]e—-aloof.

15
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mg)——and resxstance to Change .
® An onset of these symptoms before the age of 30 months

Schopler and Reichler followed Rutter’s suggestion that the
tex:m childhood psychosis be-used to designate severely disor-
dered children in whom these autistic characteristics are
prominent. They came to use the term autism interchangeably
with childhood psychosis because the autistic features seem to
be central. '

Most psychotlc chtldren are sertously re-
tarded.

All of the chlldren in the pilot prOJec’c and the Chxld Re-
search PrOject were- psychotic or autistic: by this deﬁmtlon
Most were ‘“‘classically aiitistic,” with the pattern of symptoms
that Kanner had described. These are the children who are
often the most seriously disturbed. Half nevenlearn to speak;
those who do speak usually use Janguage as if they don’t know

* mean I, for example Some ‘parrot back whatever is said to

them (“‘echolalia,” in psychiatfic parlance). Some reverse prep-

ositions. Autistic chxldren -are those who seem most alone: They

don't greet their parents_when reunited after a separation.

They don’t follow them _around the house the way normal

toddlers trail after their parents. They don't lift their arms in

antlclpation of bemg ‘picked up. They seem profoundly-indiffer-

ent. Their play is_repetitive and monotonous. They rarely. imi-

tate. adults at work They can’t seem to tolerate the shghtest

called the “autlstxc savants
. Most psychotxc chxldren, however, are serxously retarded—

+ 16y
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man 1) 17) Unllke most retarded chlldren autlstlc chxldre
have uneven 1evels of abxhty A 5-year-old autistic child whose
verbal abilities are comparable to those of & normal 2-year-old
- might have the arithmetical skills.of any child his age.

About half of the children in the TEACCH prograim today
are rated as psychotic: The rest have a wide range of commiuini-

cations dxsorders”and usually; behavior problems as well. They

are accepted into Division TEACEH because their. needs for
special education are-very similar to those of the autistic chil-
dren. Of the entire TEACCH group, only a few children achieve
ties thh lanigiiage” and otheér forms  of communication; an
their troublesome behavxor are all problems that the TEAEC
techmques were desngned to control in children who also have
psychotic symptoms,

A visit to a TEACCH ceriter can be ‘a dlsqmetmg experlence
’ sxmply because peace relgns there New parents mxght show

IQ scores in the normal range. Their retardation; their dxff‘cug .

wild chﬂd of the books is a rarity. And despxte the o]d and stnll

commonly held notion that . parents of psychotic children—par-

ticularjy mothers--are -emotionally cold, there is riot a “refrig-

eratoy/ mother” in sight. The children have a disarming appeal

and Aattractiveness, some elusive charm. Many parents and cli-

. nigfans think that autistic_children are unusually beautlful
Above all; psychotic children are. enigmatic.. Trying to under-
stand them and to master the angmsh they cause, parents have

written enough books and articles to fill a small. llbrary, These; ’

reports and the professional literature illustrate the wide. range;

. of symptoms and behavior exhibited by t%se troubled chxldren
Here are fragments from_the experiences of several 3 young psy-
Chotlc children, as related by thelr clinicians or parents (includ-
ing somé" from TEACCH):

Short TaRes
As a baby, Charles was mactrve He _lay in. hlS crlb Just

staring, as if hypnotized. Because he seemed to enJoy musxc his

mother played records for h1m By the t1me he was. g year and

mother reported that as soon as the first symphomc movement-

began, he would blurt out the composer's name. At about ‘the

B S




ERIC SCHOPLER 7

hght reflections. *“When_he 1s,mterest,e,d,m a thmg hlb mother
said; "'you cannot change it. He would pay no attention to me
and show no recognition of me if I entered the room.” His
mother was most impressed by his detachment and inaccessibil-
ity. “He walks as if he is ini-a shadow, lives in a world of his
own Whéré hé Ciiiiﬁdt bé‘ rbiithed " Hé répiiiitéd thé éi(ifCt Wbrds

pleces Look what vou dld He hld feces 'a'round ‘the house: But -
he never soiled hlmself in the nursery school He waited until

he got home “He is proud of wetting; jumps. up zmd down with

ecstasy says; ‘Look at the big puddle Ae made:” (Kannfr 1973,
p: 259 ,

When Sally was less than a year old; she would scream when
other family members fmled to sn in therr nsuaL ch;nrs1 and

" order. of the dlshés on the ‘tray was. alte d ar when she was

h{r}giered in going through one special deor leading into the
garden:” She was obsessed with body functions. At 6; she had
;;ggprgrre@;iﬁg té p"e'b"p'l'e' é}ie Sbérit a lot of time alone. Her

the sky,,hzg,,ﬁngers movmg as 1f he were playmg 1mag1nary

the yard,, George suddenJy started rld'mg a t,rlcy,c,le “hke he Gl
been riding it for years, like he'd been born to ride it.” As far
as his mother"knew, he had never been on it before. He played
in his sandpile. He also started playinig with his swingset,
which before thern only the nexghbor kids and hxs brother and
‘sister had used. He began. to swing “hke an old pro’ ' One day.

his mother looked out the window and saw 3-year-old George



778 * MENTAL ILLNESS AND THE FAMILY

blithely murchmg hur(}l()ut over the top of the swmgset perfect-
ly balanced on a Matal pipe. At 6, George couldn't speak. He

banged hs head agamst the. wall for hours. at a tlme He s10pt

would set off a temper tantrum. His mother recails that “every
stitch he put on his back had to be color coordinated; and
George had to wear exactly the same little costume every dny
- He wouldn't wear shoes. He seemed so incredibly dumb in some
ways. He was in no Way ready fbr scho But he was so keen

house m the mxddle of - the mght or in the wee hours of the
vmommg (Reported by George's mother.)

weekly gedsions - at the TEACCH center in. Chapel Hrll They

;stayed overmgh ear the. University campus in the Carolina
Inn. Hnnk alwa referred to the Inn as the “Carolina Out.”

The pun_was not intentional, but a confusion of meaning coup-

-led with a habit of reversing prepositions. (Reported by

Schopler:) ‘\;J

“Damel clutched at hlS abdomen ran wrldly about his roo"

,and screamed with such apparent distress that he was exan

‘ined for the possibility of an acute abdominal condition. Howev-

er; in time, it became clear that. he. reacted to bowel urgency

N wylth panic ahd in each ingtance; he gave ro evidence of remem-

ing an grasping the farmlmr, rhythmic nature of normal

b ‘wa 51 uli.” (Goldfarb 1969, p. 155.

pe

RichzyrdS\mother described her son; who was almost 3 im

’ iy?e words: “I can’'f{ be : sure just when he 'stopped the imita-

of word sounds. It seems that he has gone.bac' --ird men-

ally gradually for the last two years. We have tt t 1t whas
because he did not disclose what was #n his heac .nat it was
there all right. Now that he is making so many sounds; it is
disconcerting because it is-now evident that he can't talk.
Before, I thought he could if he only would. He gave the impres-

iy -

A\ PV

S



L4

/ ERIC SCHOPLER -9
sion of stlent wisdom to me . . . . One puzzling and discouraging

~ thing is thé éiéét difiiéiilty one has’in getting his attention.”

A f‘eW months before -he turned 4, Tommy was using about
200 words, one.at. a time, never in sentences. His parents
enrolled him in a nursery school for normal 3-year-olds They
had thought that being . around ch:ldren who used more lan-

guage than Tommy did would improve his speech. Shortly

thereafter, over a period of months, Tommy stopped talking
completely. His behavior also changed: He stopped showing
affectlon Hls mothet thmks she made a mlstake by putting

Accordmg to his father, Noah never spoke w1th expresslon hlS
attentlon span was tod short to be notlceablev he rarely played

'always lost in a worch whose  activities consmted solely of

thxcead-pullmg1 lint- pjckmg. btanket-suckmg, spontaneous gig-

gling, inexplicable crying; eye-squinting; finger-tatking; watl-

hugging; circle-walking; bed- bouncmg, head-nodding; and body-
rockmg " (Greenfeld 1972, pp. 97-98.)

Growmg Up Autlstac

As autlstlc Chlldren grow up, thelr psychotlc symptoms sub~
the young autistic chal,d s socnal,mteractnpns beg,mftﬁo clear,up,
éééb?diiig to t}ie Bfitish eiﬁéi't MiChéel Riittét '(197880 Sé'ri'o’iis

ablhty to. put. themselves in someone elses shoes or even -to _
percexve another person’s feelmgs and responses.

. Some autistic children who are only mlldly retarded, 1f at all
become painfully aware of their llmltatlox;s during adolescence,
Rutter points out. They are often ‘‘deeply distressed by the gap
between their gewly found desnre to make close f?jeilds fljd
their continuin

dren- are unabl

opmental years

to regain ground lost during their eariy devel-

-
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In a 1977 artrcle TLACCH assocrate JerrylL Sloan and Erlc
Schopler summarize the findings of a small number of- followup
studres on adolescents who were dlagnosed as autrstlc when

unden .-

Probably no more. than 5 to Ia percait of the chlldren
studied had a “good outcome—doing well in academic; com-
munity, and.social_spheres. Neither were these children
accepted by their peers. Between 50 and 80 percent of the

children show { “grossly maladaptive behavior and were at
home without udequate programs or were in institutions.”

. @ About half of the children in the followup studnes had devel-
oped the use of language; the earlier the child had succeed-
ed in using language, the better hrs chances of a good over-
all outcome. s :

Many had an obv1ous organxc 1mpaxrment such as & seizure .
disorder (a condition developed by 10 to 20 percent of thea
- children by adolescence)

Few autistic adolescents——-probably less than 5 percept—had

®

ver been employed on a job.
7 subject so beset by debate; most investigators do seem to
ap. - that one set of factors—IQ, language, and school perform-

ance—ls most predrctrve of the autrstrc chrld s chances for the

‘ probably always remain ‘‘gros.ly handlcapped and never de-

velop language or hold a job; he is likely to spend his life in an

institution. and_he is more prone to epileptic seizures than are

other autistic children (Rutter 1978c). Children with normal

scoreSfm nonverbal IQ tests are likely to dd well in school, but
their performance varies widely. The “high- “functioning” chil-

dren, those.with normal or above normal -intelligence, are the

ones who. receive the attention of the popular press. Some have

gone on to college and beyond. But at best, even these former

auatistic . children often remain socially awkward. A recent
repor:t (DesLaurlers 1978) descrlbes the case of Clarence, one of

153
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marry, h( nmv bc the on!y former autistic Chl]d descrlbed in -
the: htemture who did marry.

Vloi?étyplcally, the autistic children who do | grow up into an
.adulth,ood, where they can hold a job and live-independently
show little interest in the opposite sex. When Kanner located
‘)6 ibﬁhg édiilté thﬁi he héid diégnbééd éé éﬁtiétic when théy

themselves n soc1ety

They have not - completely shed the fundamental per-
sonality structure of early infantile autisgg but, with

increasing- self-assessment in their middle tolate teens;

they expended considerable effort to fit themselves—
dutifully, as it were—to what they came to perceive as

commonly expected obli atlons hey made the com-

lj' 1mmured m selfhmlted stereotyples, as shared “hob—

bies” .in the company of others . . . . Life among people
thus lost its former menacing aspécts -[Kanner 1973, p.

21t:] %

A’

THE EVOLUTI@N OF.DEVELOPMENTAL THERAPY

Durmg th,t.l 80 ', 1nvest1gators tr1ed a great many tech-

therapy Paren;s were miore or@ excluded from \all of these

methods of treatment. 1In some S,- the axclusion was total:
Many psychoanalyt;ga}{xprnentﬁi&ljer* ""ts performed parernit-

! Irsmg tﬁ psychosis,
, y -to, resctg the chil-

ectomnies.”’ Believing :that. parents.w

these therapists thought it wad theix,
dren and provide institutional care for
Schopler saw no basxs in fact for takmg such extreme actlons

thelr chlldren and wanted nﬁ(eep them: He acknowledged

that, in relation tothe psy;;hotlc chxld parents often “show

perplexlty, confﬂslon about (:Chlld rearmg, and a tendency to.

~

15,
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-behavior was anything else than a consequence of their child’s
extreme behavior? After all, these parents seemeddo furction

adequately in _other spheres of their lives and usually had
other, normal children. :

L

Schopler and Reichler wanted to develop
a _treatment model that was grounded in

experience, observation; 'and experimen-
tal evidence.

_ Siich was the reasoning that led Schopler to launch the pilot
program that eventually became Division TEACCH. Aware of
the history of overzealous application” of unproven theory, he
and Reichler were determingd to develop a treatment , model
that was grounded in experiénce; observation, and @xperimen-
tal evidence: Their assunmiptions were explicit. In a dition to

their supposition that parents are normal, ﬁfese'a'r'clq evidence

led them to conclude that: S o

e The causes of childhood psychosis_are multiple, and it is
rarely possible to ‘determine _the specific-cause of any one
child’s disorder. In all probability, some brain abnormality
is the primary cause. It is manifested in impairments in
perception and .understanding, which in_turn result in the
characteristic .. behavioral and language problems. Just
which symptoms_appear in any one child depends on the

child’s age; the time of onset, and the severity of the impair-
ment. - - 7 )
e Every child’s development is guided by both biological proc-

esses and interactions with parents. The psychotic: child’s

biological impairments are bound to upset these interac-
tions. By riot responding to attention and care, the psychotic
child tenids to frustrate and alienate his parents—to give

“negative reinforcement,” in behaviorist termé. .
_Schopler and Reichler believed that if parents.could learn to

understand their child’s.abilities and limitations, they could
adjust their expectations, rid themselves of guilt; and learn to

get along. Then the way would be clear for them to get back to
the business of helping their child grow and learn. Schopler
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and Reichler called their treatment model “developmental

therapy” to underscore the point. that all children change rap-
idly and that: developmental therapy was designed to foster

growth in children whose development is_ usually uneven. By
emphasizing development,the investigators aished to remind
therapists that they could understand a psychotic child and
know how to help him by recognizing that, in some activities,
he will respond miuch as a younger child would.

--In devising their treatment method; Schopler and Reichler

picked from a smorgasbord of techniques used to treat children
with. other kinds of handicaps. For example; to capture the .-
attention. of children who seemed unable either to hear or-

understand what was said to thei, Schopler and Reichler took
a lesson from the deaf, who comipensate for their lack of hear-
ing by depending on sight and other senses; the investigators

believed that psychotic children, too, may be reached more

_ easily through touch and sight. Schopler ind Reichler borrowed
from the Montessori model and provided play areas and class-

rooms that allowed exploration within limited boundaries only; -
. they reasoned that psychotic children; who have trouble orga: .
nizing their experience, would feel and behave better if some

structure were imposed upon them. Schopler.and Reichler de-
cided to use operant conditioning techniques_to control such
problemas as temper-tantrums. Based on the age-old principle of

encouraging desired behavior By rewarding it; operant condi-
tioning had recently been used successfully with autistic chil-
dren; some children, for examplé, learned to say a few words
when they were rewarded with cdndy for making successively
closer approximations to the correct sound. (It was later
learned that the words were usually being’ parroted, not under-
stood. But the conditioning techniques worked well fof chang-
ing behavior.) The techniques Had the further advantage of
‘'being easily taught; the kind of procedure parents could learn

In Practice o L
. By _the time. the &y’eaﬁ'r, NIMH-sypported. Child Research
o W " 2 - . DR B D g
Project got underway, Schopler and" Reichler’s deve]opmentaj
therapy was practiced in miich the way it is today. It remains a

flexible therapy, one which incorporates new ideas and new
practices routinely: Techniques and methods have been refined

)

“
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the years, and classrooms have been added to the pro-

. But the experience of the first f‘amnlnes, those who took

part in the research- project, was similar to what it xs for
families now at D1v151on TEACCH Perhaps the programs

single most important feature is its: continued emphasis on the

1nd1v1dual chlld and hlS or her famlly s needs: For that reason;

nostlc sessnon with the child. He would take the chlld into a

playroom with a one-way mirror_0n one. wall; ﬁbservers In an

adjoiriing room rated. the child’s_behavior: Using a box ‘of toys;
puzzles, and candy, Schopler would lead the child through a

standard routine.designed to- ehelt responses that would indi-

cate the child’s_level of deveiopn‘ient and specific impairments.

For example, to. test the child’s perception of sound, Schopler

would call to him from ever-mcreasmg distances.

thle the du:{gnostic session .was going on; the parents would

tell an’other staff member what they -had noticed about their

) chxld——-thelr everyday observations and experiences. Then, each

parent would take the child into the playroom; give hlm candy,
play with _him (using the child’s own toys); then get the child to

help.put the toys back in a box.. Meanwhile; in the observation
room, the treatment team would evaluate strengths and distur-
bances in .the child’s relatnonshlp with each parent.-, The ses-
sions also gave parents an idea.of how they would be expected

to work with their child at home. Not only was the dlagnostlc
procedui'e iised to determine whether the child met the study’s
“criteria for admission; it also-gave Schopler and his colleagues
some idea-of-hiow to start the treatment program; . ,,,_;2) .
Once admltted each child was evaluated for educatlonal po-

“tential and assigned to a theraplst who largely determined the
direction of the therapeutic program. Treatment decisions were
based on very practxcal considerations: Were techniques availa-
ble for reaching this particular. child; techniques that could also
be demonstrated to f)arents in an-understandable way? The
first problem was often a behavioral one. Many of the children

were_out of COntrol by the t1me they had reached the Chlld

resignation.in acceptmg anythmg the Chlld does )
__In 45-minute sessions held twice a week, the theraplst dem-
onstrated how to reach or control the child while one of the™

s
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parents watched from the observatnon booth. A parent—consui

tant” sat with the other parent and poinited_out what was going
on or ans?ed questions. The focus for each session was deter-

mined infadvance by the therapist and parent-consuitant to-
gether. - .
Once the chdd was paymg attentlon the sessions were llkely

to be directed at trymg to improve the child’s responsiveness to

adults; his motivation to do well on various tasks, his communi-

catlvenessi ang his perceptlons To improve responsiveness; for
example; Schopler and Reichler wotild -not allow the child to

move about the room or use any object—or do anything—
without the medlatlon of the adult. “Gradually, as the child
takes the adult into account, increasing degrees of frustration

are imposed; such -as demandmg some action- or task before

satxsfymg the ChlldS wishes.” For some children—those who
seemed not to be able to see or _hear—the theraplsts woujd
swmg the Chlld en or play w1th them in much the same way

thzyt a parent might play with an infant. The goal was to get

the hildren to pay attention and to encourage them to imitate
signals or words indicating that they, the children, wanted to

play!the game again.

“Parents ‘“‘need to become experts on
their own autistic child.”

W

In a 1971 artlcle Schopier and Relchler pointed out the

advantages of demonstratmg therapeutlc techniques to parents:

e It avoids the * ‘mystique and_ | unfounded authority” of thera-
PlStS reporting back from some private observation.

It dJSCOUrageS theraplStS from - makmg recommendatlons to

parents which are “more easily made than carried out.”

It qtlmulates competltlon between therapist and parent and
gives the parents a model to follow

e Parents can understand dlrect demonstratlons easier than
they can verbal instructions or 1nterj;(etatlons
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Z -
° It allows parents the chance to see that theraplsts, too, mn§t
struggle, become frustrated and occasmnally make _mis-
takes. As.a 1 result ‘parents ‘‘become less self-critical and are

better able to resudne responsibility for the bond with their
pwn child:” _

ln the same article; Schopler and Renchler observed that
before parents can draw on their own successful experience at
rearmg other Chlldren and adapt 1t to thenr psychotlc chnld
to normal child rearing. Indeed, they need to become experts
on their own aiutistic child.” T~ ‘

Besides _the demonstratlon sessm" , parents were glven a
horfie program, which clearly spelled out objectives, - methods,
and materials for- working with the child in daily sessions. In
their work with the first families, Schopler and Reichler. found
‘that fathers sofrietimes were more ready and able to work with
‘the child at home tlan the mathers were, especially just after
treatment began, “when the mother felt rjost. aefe%:ea and
hopeless.” Although both parents were expdcted to share fhe
home sessions, . mothers - eventually worke rhore freque tly
with the children than did fathers. o T

Periodically, the parents demonstrated. thelr "home program
in the. playroom while the child’s therapist and the parents

consultant abserved: Although nervous at first; sooner or later

m05t parents actually asked for additional sessions to show
some new, proud development. The parents reported that théy
enjoyed the home sessions; when they set aside time to help the
-child control a symptom or learn é skitl. Therapists found that
aééigﬁiﬁg the home program a and yaining the parents to use

Oné: chxld dxd not go to bed uritil el n o clock He sat
in -the living room _rocking hlmselte

every night,-and-then.slept in his parents _bed every
night. This had been going on for several years. The
parent consultant helped. the parents to divide -this
bedtime problem_into several units. First- the rocking
chair was moved into the child’s bedroom as was a
radio he liked listening to. After he became accus-
! tomed to this change he was consistently moved from

the parents’ to his own bed. A difficult struggle

-

L
o,
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Parents were asked to keep logs on the child’s progress
Every day, they noted changes in the chxld s responses to eaCH

other behawor at home Thxs log, along wnth the demorrstra-
tmns was used to assess the parents’ mvolvement and effecglve-
ness. -
By the end of the ﬁrst year, S’choplet could report that the
parerits miet the heavy demands exceptionally well. Of the ses- -
sions - that COuld have been held for all parents, for instance,
onlyB percent were canceled, almost always for good reason.
The parents were rarely late; and they turned in daily logs fo,r

nearly. every day: Not only did .they ipamapate regularly, but.

they also. eageriy conformed to"the treatment_ stracture: . At

first; when they were most insecure, they tgnded to be ‘‘exces:

sively conscientious.”* As they became more comfortable with
the role of cotheraplstdihey introduced mno uons and occa-
""" he nerve to prob&’!ﬁv zainst the re-

searchers avy der

The children progresséd at greatly dxfferent rates One Chlld
with a successful outcome was rated §e9erely psychotic when
he began treatment during the. pllot project. He could  not
speak; -was unable to: relate to/anyone -and -had an IQ 0R57
After 3 years, he was so much better that he could attend a
regular grade school and not stagd out from his classmates. His
IQ by théﬁ Wéé 101 Althotigh hé Coﬁtiﬁijéd to bé éligh’tly

tmouth but Was unable to plck up food from his plate His
progress was slo 1nd tended to disappear unless the task was
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practiced contlnuousI\ Schopler noted in a report to NIMH;
however, that the boy’s parents, who had four other children

-and had prevxously gone through great _marital _conflict; ‘‘ral-

lied around him." T:i: .0 murriage.. became more sound and
“they feel that their boy has had a humanizing effect on every
member of the family.” Clinicdtly,. Schopler wrote, “these par-
erits. have achieved the delicate balance of accepting the child’s
limitations realistically without losmg.zt.he enthu51asm and mo-
tivation to help him develop as best they can.’

¥
RESEARCH AND INNOVATION '

By the tirne D1\151on TEACCH ‘was establlshed in 1972

fSchopler ‘and Reichler were Conﬁdent that it was both possxble

and practical for parents to treat their own psychotlc childreh:
During the 6-year, NIMH- supported Chxld Research Project,

they systematically tested diagnostic and treatment practices

they were using ‘and developed others. Even their studies of the
natire of childhood psych051s—such as Schopler’s early work
on perceptual processes in psychotid children—have clear im-
plications for treatmert. All of the work described below influ-

eticed the TEACCH program as it fun tions today B

B{fore Schopler went to North Carohnm he had studled th

unusudl way in which psychotrc children percelve and prockss\ /

information. M'a’ny of these cluldren seem.to have tkpuble hear—}

ing but, when tested are found_to have intact auditory systems.

Visiomn,. too, seems_to be impaired in some children; but-again

tests show . therriggysilologxcal systems are normal. Schopler
(19&a and 1966) demonstrated that psychotic children tend to |

process_information in ways that are more typiczal of -infants

than normal preschool children. They receive information angd

stxmulatxon from the world around them from touchmg, moy

teachers are especmlly affected by these preferences he sug-

-

I~
~ |
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s

. Psychotlc chlldren experlence sensatrons ‘at the sacnﬁce of

learning and mtegratmg the representation of sensory informa-

" tion in J;be external world."" Schopler believed that it should be

possnble to help the child get beyond these infantile modes of

dealing w1th the - +world;: He and Reichler based many of their

first treatmierit techmques on this understandmg of the psy-
chotic child's perceptual processes. They waould try to reach the

_child through the perceptual channels that were accessible.
el

;f(’
7%

Research on percepfual processes m psycbotnc children has
now gorie beyond Schopler’s. 1n51ghts The best experimental
work,- according to. Michael Rutter (1978b), has been done by
British researthers Hermelin and O'Connor; who. concluded
that autistic children have a general mabxllty to.use. srgns and
symbols, “‘a dlsablllty which prmcmally mvolves a deficit in the
coding, extraction, or organization of incoming information.”
Little research has continued on receptor preferences Schopler
himself lost interest in the topic when he learned that hxs
research was being jised to justify treatimerit techniques such as.
electroshock. ;

Parents as Scapegoats
chlldren have become classncs 1n the llterature He was among
the first; and the most convincing, to discredit the notion that

parents Were to blame for the 1lIness.m thenr chnldren In 1969

Gordan Allports formulatlon of the condmons necessary for

scapegoa;rng, Schopler demonstrated that these parents were

in an ideal position to become scapegoats of professional fail-
UreS .

He dlSCUSSed six motlves that cllnmlans have for using par-
ents as scapegoats -
e The confusion and lack of k.. wledge about the nature of

'put a frustrating burden on clinicians,
ow .more_about the disorder to justify

Brition.

&

&
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Such confusxon “tends to welgh hEéa\uly on those chmcxans
charged with the treatment of _autistic 7ct7111dren, Schopler

wrote. “This burden is often expenenced as gmlt and pro-
_|ect1ng guxlt orito mhers is_“as old ‘as hlstory Smce tbeF

convement éuBétltute

able pressure de\elops to explaxn the child’s 1mp0551ble l;)e w
havior in terms of His parents.” .

When the gcauses of the ChlldS disorder are unclear and =
treatment -progress is uneven, the clinician’s view of himself

as an expert is threatened. High -fees- might put additional.--

. pressures-on him to justify himself. Already existing, paren-
tal guilt; insecurity;, and desperatlon form a convement

chosis.” .
Colleagues around the clinician probably hold ‘the .same

v1ew, thus remforcmg the c11mc1an s prlvate v1ews

Slmpllf'catlons and “tabl 1d thxnklng are easier. 5 )
Schopler also saw that parents collaborated in this process

Allport s criteria for victims of scapegoatlng fit them well: They

are conspicuous when they are.out in_pubhic with a child who

acts in bizarre ways. At the time Schopler wrote his scapegoat-

ing artxcle the parents had no organization -that would give

them a chance to obJect and retallate They become demoral-

Schopler wrote; ‘‘ready and sometlmes even w1llmg v1ct1ms

And they are acc. :ble. The parents also reacted like scape-
goat v'otims: They triec to comply, often by undergomg exten-
sive avchotherapy, thes put in extra effort to learn. about
aut: 'nd wrot~ hooks and articles and developed their own

treat. prom\ s Eventually they sought ameliorative

]



O

ERIC

Aruitoxt provided by Eic:

D I Y _ -
i : - MENTAR ILLNESS AND THE. F/
4 7 L [ ",»‘L:‘i - )' :f
"2 Speaking before Hil second annig] ;o this pars
seUorghnization;  theé, National Society? ‘for i Autisti¢ Chudrén,
; Schopler inoted thaf both parents;and’ Professionsls a
ity Mfor the welfil# of the psychotid” child, Professionals see

v

hough” the professional may advise,

{g.the parent bears the final responsi-
“* - 77'{77‘” - >
m&&‘psyéhdtiq childrer: than do most parents and_thus have a
. wider experience in the- variations of thfé problems, he said.
Professionals also have the opportunity to édmpar('i speculate,
and conduct research with groups of children. But, Schopler
points out: -
Parents, on the other hand; are continuously involved
with the sume child. They have the opportunity to
E observe most closely their child's tinique characteris-

..o, tics, abilities, and disabilities. Although many profus:
4.  sionals are capable of empathy- and understanding of
L the parents’ plight: the stakes for parents are higher

their autistic child against the cost and payoff of the

“educatjon of their normal children. These are.agoniz- .
o ing. and :difficult judgments. Though the professional
o may advise; only the parent bears thé final responsibil-
ity .. . I advocate that parents must become experts
.on_their owin-autistic-child- They have: the -most com-

plete and relevant: igformation available: from their
- daily life with the child. They have the highest motiva-

tion for helping their child: and maintaining their
f'amilyffquilib'rium. [Schopler 1971b, pp. 75:76.] -

Parental Thought Bisorder and Understanding

-.In 1969 and 1970, Schopler, with his colleague, Jiilie Eoftir,

also published research into the sdpposed abriormal thought

prqces!%sﬁf@heparen@ of psychotic children.: At the time,.

most experts assumed that parents transmitted psychosis to
their child through their disordered thinking—illogical con-

cepts; fragmented or blurred attention, and inability to inter-

pret and communicate meaning. In a series of studies; Schopler

Nl
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zmd Loftm showed thut these parents L;apeually 'the mothers

thmr psychotlc Chlld When asRed dbout thelr normel Chﬂdren N
parents of psychotic. children did not, sh0w slgmﬁcantly -mare "

disordered thought than pareiits whose children ire: all normal.

They suffered from“ “situationally cd‘cumSé?iBed zmxxety”‘*‘md

not from a formal thought disorder. .- ., - %y o

Schopler and Loftin speculated that mothers are more - dffect- \;

ed by -their Chl]dS lack of relatedness because ‘it 1s she who
feels deeply reJected in her.mothering role by a child who does

not- show. the sisual: pleasures of Infancy, the capacxty to 1m1tate

and develop llke other chddren

dozens of parents as cotheraprsts they became more and more
impressed by the parents awareness of- their children’s .

strengths nnd weaknesses They began to thmk that the dlff'- :

To test these chmcal 1mpressxons, Schopler and Relchler (1972J
asked 87 parents to estimate their- chlldren tunctLomng,

before each diagnostic evaluation had been done }fnrents were
asked about the Chlld s overall level of development ianguage

mental age The parents estlmates LlOseiy matched the results

moderatelv or. severely psychotlc o' T ren estlmated the1r

child’s development better than did : 5 of mildly psychotic Ky
children. All parents. however, seeme.. .0 be bewildered about
what to do with, or expect from, this understanding of the1r
children. “They appear to be uncertain® about. it§’ 'm”e'a'hm'gj(fr
the Chl]dS future, -and what it .means for. his. ‘potential™- to
achieve relative mdependence in his own life,” Schopler and
Reichler noted. v

The Need for Structure =

o
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l‘h -1). Thev noted thut in psychoannlytually oriented therapy,
children were encouraged to explore and express themselves

Oporzﬁt conditioning; by contrast; miposed i rigid structure on
the child. Schopler-and his group: conﬁrmed their impression
that paychotlc children would benefit: from ‘a re]atlvely struc-
tured treatment setting. The most striking finding was that the
Chl]dm s reactnons dlff‘ered enOrmously dependmg on: thur

more. dlsorgzmued they were in tmstructured settmgs v
children increase. in developmental leve];, l;j'ld orgamzed re-

sponse capacity; they seem. to become: less dépendent on exter-

‘nal-structure for mamtammg their own orgamzatioh than de

autistic_children on a lower level of functioning:”’ The imp!’

tions of these findings for treatment and ‘education. are cl.
according to Schoplers group. “Perhaps ‘the optrmum leamtnb
situation,” they say, “‘is one which has more external structure

for ucqulrmg new learnmg patterns and has relatlve treedom

mastered and mternalned %

. Dnagnosns
From the begmmng of the Chnld Research PrOJect the degree ,

of psychosis in _each child was assessed with the psychotic -

rating scale Schopler and Relchler had developed from Creak’s

(1‘)()3) cnterxa Burmg the course of the prO_}eCt they tested )

mappropnate affect (emotnon) “The srgmﬁcance of thlS find-

ing;"" -they say, “is that it suggests that human relatedness may

be_ Lomposed of various specxﬁc functions, such as auditory :

responsweness or the ablllty to understand or express lan-

guage:’ Identifying such specnﬁe impairments, they believe; has
greater potentnal for treatiri than -the vague construct
human relatedness. ‘(Further a s of- this construct is report-
odin. Renchler ””d Schopler ieir research also showed:

that by rating a chle s beha psychotlc ratmg scale

sis m v child.

o
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But thev h‘urm\d that other testmg mstLuments were also
_necessarvL They wanted to have some -idea of the- child’s 1Q

because other research was making it clear thqt children with

¥ very iow iQs did not change regardless of treatment, while the

tor; children with IQs over 50 varied greatly depend-
.QQEUOD 'rnd experience. The 1Q score could also pro-
v1de whitsis for Judgmg later improvements. o

When Sghoplers group began ‘the Child . Research PrOJect
most clinicians and researchers behevod that it was impaossible

- to test the mental ability of psychotlc children: The chxldren-

were often unresponsive or hegative. Some could not use lan-
guage, some: were ‘hyperactive.. Ang '1mg «this problem of *
testability”” in a 1973.article, Schop]er arfd Re:chler attrxbuted
. it to three factors: the--wrong psychologlcal tests were used:
¥ clinicians refused to believe that a child’s incorrect responses
could actually reflect lack of ability rather than negativism;

and some children, especnally hyperactive ones, are dlfﬁcult to

test even 1f the rlght test is used

niost, if not all chlldren could be tested if they;were glven the

rlght psVLhOlOgiC‘i] test and 1t Lhe staff was sufﬁcnently patient:

al performance Scale, a test de51gned for the deaf that requires

rio understanding of spoken language;. the Bayley Infant Devel-

; opment Sciles. and the Merrill-Palmer Scale_of Mental Tests;

which relies on language less than do most other mtelhgehce
- tests. i

used in the TEA H program is* the Psychoeducaglonal Profile

(PE?) which the; aff deveIOped to make 1t posslble, to 1dent1fy'- ‘

the un en an
psychotléjaehdaren Seven types of functioning are assessed

'._wt ‘Pathology—the chllds abnhty &s’ maintain eye contactr for

sxample, or’ abnormalmes in the use of the senses; words; or
~ materials = s .

Imltatlon——\erbal and motor imitative ablhty, both of Wthh
- are 1mportant for ianguage deve30pment

e Perceptlon——perceptual skills. such as dlscrlmmatmg shapes )

- _and sizes
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® 'Eye hand mtegratlon—skllls necessary l0r learnmg such as
scribbling; Lopymg designs, stacl'mg blocks, and coloring
w1thm lmes -
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out help) It is thls last category {hat is ‘most useful. foraplan-

ng the teaching program. The PEP, which has been widely
uged by other programs for handxcapped chlldrgn ‘has recently
Ben pubhshed {Schopler ,and -Reichler 1978) dhd a complete
description of the -TEACCH dlagnostlc ‘procedure is now n’
press (Schopler et al., in press). “

TERCCH TODAY

Sch pier and. Relchler buxlt the results of thelr research mto

thelr treaLment model whlch has evolved 'ah”d chariged since

‘loﬁ‘ger chosen. to represent various professxons thought to be

necessarv,for,,treatmg psychotlc chlldren Schopler and

pists msensmve to the child’s total needs. One . specxallst for
'example did not. consxder 1t her_ _]ob as a speech theragist. to
work on the controi. problems of a child defecating into- the

- .heat vents. Today. the TEACCH theraplsts are chosen for their’

" interest in and willingness. to.. heip psychotnc children: They

come from several different disciplines; and they leave. the1r

lty at .the door: Once in the TEACCH pro-

' gram. they alt,erhate actmg as therapists. tojhechxldren and as

pare;Qt c&unselors so that -they do:.not Idéntu"y with _either

grogp 'Thls 1s-one of many practlcal measures. Schopter. ap}i
Reichler have instituted to assure-that the focus.of their treat-
'mené'program remdins .on the 1nd1v1dual chyl;d and famil ’

not some preconcelved notion &f H@

o
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Perhaps % miost joticeible change in TEACCH since the
days of the®Child Résearch Project is the emphusis on educa-
tion that is now apparent. Once the goal was to treat the
child’s symptoms so that he or she would_be ready to join a

normal [irstgrade class. Now it is known that most psychotic
childrgidciinnot progress to.regular. classrooms. Nevertheless,
as Mutgaret Lansing and. Eric_Schopler recently ngted, re-
search and clinical experience over the past decade has led
many investigators to conclude that education is the treatment
of choice. Recent Federal legislation requiring: individualized

“education for all_handicapped children has added an impetus to

the trend :ti_jjy'z{rd_ ed'u@iiig rather than just treating psychotic

" children...Thé North Carolina legislation creating TEACCH car-

ried a mandate that it provide individualized education for all

.psychotic children and those with related communications

handicups. S e , :
_This shift toward education has changed several aspects of
the TEACCH program, beginning with the diagnostic system.
For educational purposes, :
. 1Bs les¥ helpful to know the precise catalog of the
. child's autistic characteristics than it is-to know their
educational implications. How much individual atten-

tion does the child require- to function in the class-

room? At what developmental level are his language
and other cognitive skills? Which-ef his autistic-beha-
viors are incompatible with his learning or disrupt the

other children? This kind of information is needed to

decide the degree and kind of classroom structure-the
child requires . . - the educator also needs to -know
swhat skills, if developed, will enable a child-to better
function—regardless of the environment he is in. [Lan-
_sing and Schopler 1978; pp. 440-441.] .

_ The® diagnosti¢ - system and. .instruments now used at

TEACCH., ®particularly the Psychoeducational Profile, are’
geared toward meeting these edueg ional needs as wellfas clini-

cal goals. Parents are full partndrs in this process. Test data,
for example, are formally integrated with information on the

child’s functioningyt home; information supplied by the child’s, "™

parents: As with-the first families,\parents in the TEACCH

‘program today are never excluded from observation and evalu-

ation _of their children. TRey still watch diagnostic sessions

through a one-way mirror. Their questions are still answered

i

33 “‘i %
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fulh They are glven us much 1nslght mto thelr Chlld s dbllltV

7 Tvplcallv. a chlld now referred to TEA(‘LH comes in w1th hlS
or her parents for a day of diagnosis and evaluation. Later on

the same day, the stafl and parents agree to a tentative con-
tract to work collahomtnelv the contract sets out goalq re-

program for the parents to carry out_ at home The parent

consultant acts as an advocate-—suggestmg -managemernt té&ch-
mque and self help skills; arrangmg for medxcaL servu:es, help-

et al. 1977.) o
After this extended dm’gnostlc perlod 1S .over; staff and par-
ents again confer to set up a new contract that_might_involve

to share the parents burden and struggles in c:opm'p,r (Mar}S

less- frequent visits. At this point, and sometlmes after__the

the classrooms that are now part of the TEACCH' program
Some chlldren réeceive treatment at one of the dlagnostxc and

andihi 'ﬁve to. elght Chlldren Each 1s superv1sed by the cllm-

,,Cl SSroom . Programs are, in many’ respects hke the chmc

_To illustrate; Lansmg and Schopler have descrlbed how a

teacher/theraprst and.parents selected tasks and worked' with -
6-year-old Susan. They knew from the dlagnostlc assessiient

that Susan could dlscrlmixnate the shape and size of puzzle
pleces She knew enough zyords: _ bei her 1mmedxate needs

- .-
..,)/

s The teacher, who has full access to dlagDOStIC 1nfor-‘_‘ ;
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" was carrying trays at the qarterla .
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mstead I‘he u-udwr and purent decxded to. tench her a task
that was: both within her ubility and useful in dady life—in her
case. the dnﬁerence between bzg and imi(' Jnd the skxll of

hdd notnced thdt Susnn WHs very mterested in. her mothér:.
jewelry, that ahe. watched her mother sew; and that she learned
best through daily repetition of qtructured routmes

Susan was- quncklv frustraged and- reJected tasks that
were clearly difficult: Buttoning her clothes was. too
difficult due to poor fine-motor skills,- poor-visual-at-
teritiori, and lack of COOrdlnatlon between both hands.
-The buttoning -task was brok&n down inte.steps: begin-
aing-with - pushmg large ‘poker. chips ‘through @ card:
board slot,-then to'large ‘buttons; smaller buttons, and
finally to biittons. attached to cloth. Both purent and
teacher worked simultaneously and observed Susan'’s

rate of increased skill-keeping the tasks at a level of

possnble success. Big. and little ‘were taught first in
sorting tasks using jewelry, Serving utefisils, and food

as well as school materials. The: objects were labeled by
size; and once descriptive -labels--were- -understood, .
Sisan. was requnred to use. these in. daily“foutines—
asking for a “big cookie;” “az -big swing,’ - “the -little

earring,]ete.- Susan was inconsistent in her perfg m
ance frpm 'day. to day. As her mother described-
“Some dayé ‘she seems to get ott on the wrong side of

the bed« Both parent and:teacher observed that on
her 1rr1table uncooperative d%ys they got better cooper-

.. ation if they -immediatety &implified the tasks, reduc-

Mg
A “igg the number or using blgager buttons and. giving
ificreased help -with- her “big,” “little” verbal re-

sponses;} The -process of task ‘analysis continued from
_day to day [Lansing and Schopier 1978 pp. 447- 448]

Susan parents and teachers gradually moved on to: other. :
danly r tlnes The teachér thought the gnrl should be able. to
carry lze """

dishes to the table at home and te carry groceries. from the car: 7
Sometimes Susan tilted the dishes 3 and spilled | food Her mother“-'
notlced that she would watch her own . hands when she Was\

-

-
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[t is this kind of respectiul cooperation_ between- teacher and
parent, that is similar to the interaction between therapists and
parents in the TEACCH program. In recent years; the class-
rooms have become an integral part of the._effort to teagh and
socialize the troubled children who come to TEACCH. Besides
the classrooms, TEACCH has ggllaborated to estgblish a group
home for. vlder children, - clas ) cents,, a. gumme
camp, and sumier recreation pr

Schopler says that when this practice’ stagk
crisis. “The prificipals and parents thoug -
thing that was catching.” After a few swag ywever, the*
visiting children became so interested. tha ) started

"""""" 2¢rd graders.
Schopler- is pleased. “It gives our kids a chance to have nice,
constructive social interactions with capable, fiormal children.
And the normal kid learns about handicappéd <ofiildren in a

setting where he doesn't feel compelled. to make fun or risk
losing a baseball game.” - S oI
- Since the TEACCH program started in 1972, somié 500 chil”
dren have gone through the diagnostic evaluation. More than
600 have been seen since the beginning of the Child Research
Project. Between 100 and 120 are now seen each year. ,
L N }L; S Lo 3
* OUTCOME—DOES TEACCH WORK? |
_ The advantages of the TEACCH. program over most, perhaps

* all; alternative methods for treating and educating psychotic

children are obvious: Families are kept together and parents

are restored-to their position as the primary furturing agents
in their child’s life: The cBifdren are spared life in an institu-
tion. The coét-of TEACCH is low. During the 1975-1976 fiscal
‘year, for- example; the State of North Carolina spent an aver-
age of $2,155 on each of 301 TEACCH families; when Federal
and-local funds are added, the cost comes to ,255 for each
family. ‘By comparison, ipstitutional .care in ‘North Carolina -
would have cost_about $18,000 a year for each child; and many

e o S el-ies - ST Doty Tt oo . Vo S T
private institutions are much more expensive:; Considering just

4 et
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the treutment provndo dl TEA(‘CH centers, the cost came to

le\bLHOPLFR

psychlatnc treatment was then about $10 an hour
~And what about the chlldren" How do they fare’ Schopler

been 1nvolved w1th TEACCH for a time. Casual chats w1th

. parents: and: children themselves lead an observer to the same

i

conclusion. Pareiits voice none of the bitter resentment. agatnst
TEACCH: that they so often express toward- psyclmdynamlc

t:eatment programs they have tried. Thelr few complamts are

hope of a mlracle cugfqajior thelr child:
- TEACLH' has some f‘ormal measures of: its effectlveness One
is a small experiment that- tested the parents ablllty t:ifunc-

tion as cotherapists. The study, which will soon_be published

4vas done by Lee Marcus, his colleagues at the Piedmont

TEACCH Center, and Schopler: They found that mothers could

sngmf‘cantlv improve. the teaching and controt of their chLJldren

in- less than 2 months ’I‘en rnothers m a cllmc “Sample were

cated task on twd § paréte occasions-—once before treatment

began and the second| time after the first treatment phase was
over. The children had already been -assessed, and a task was
chosen if the PEP had shown that a child had emerging skill in
performmg 1t All of the chlldren were- autxstxc and thelr

the task, observers rated the child for comphance and specific

skills, such-as behavior control and. use of language After the
usual weekly sessions at a TEACCH center for the next 6 to 8

weeks, the mothers and. chxldren were observed again at a task

at the same level of dlfﬁculty Results showed that- all of the

_mothers had improved as teachers and that they were able to

generalize what they had learned. The children were all more

comphant durmg the second testmg session thh one exceptlon ;

'10n is 1@go:tant
) grOpps,ihowed




O

ERIC

Aruitoxt provided by Eic:

804 MENTAL ILLNESS AND THE FAMILY

greater 1mprovemont thun motherb from - more advantaged
groups; both had done qunte well at the first session, mdlcatmg

end. i
I‘Eé excellent réépoﬁéé of this gfo'up' to the interven-
tion program is especially gratifying, since historically

‘fied or obtaining services for their autnstnc children:

Clearly, educational or-social -advantages--should - not
influence treatment decisions. mvolvmg direct parent.
. partncnp ion. [Marcus et al, 1978.] !

i The mvestlgators cgnclgded that wh,xl, this small étﬁdjt léﬁdé
support to the overall effectiveness of th& develqpmental ther- ‘
apy model, it does not make it possible to separate out Whi'ch
parts of the treatment process produced the change in the
children.

ful in improving thelr chlldren s behq v 1
and social skills. Details of this study Wiliebl. ap lyzed laieér this
year. : : b

In a thlrd study, supported in -part™ He US Office of
Educatlon _observers dare gomg into_the families' homes and

recordmg the chlldrems bei‘i’avm,r and chlld-parent interactions

before treatment has pegun:-At several points after treatment

ha'sistarted the obserVers agalri record what is going on in the

7 What can be learned from such research is problematlc how-
ever. As Schopler noted in a recent grant application to NIMH:
Moét Viéitoré to tEé Boﬁé of é diétﬁrf)éd éﬁtiétié éﬁild'

e °

19y



&;é " ERIC SCHOPLER % ,805

number of varlables may have produced them On the
other -hand,; -specific, contributing behaviors can - be
identified and modified (for example, a child’s inability
to tie shoe-laces), but -the demonstrated outcome may
be regarded as too specxfic to be relevant:

‘ chxldren thh a range of handncaps, such as TEAC y s
. way to evaluate how well it works is to measure the:
between all partxes mvolved ) ‘\3‘ ,

is evaluated through mdependent mtervxews w1th par-
ents, therapist, and teaching staff. Assessment of out-
come is validated by the extent to which: they agree on
their evaluation of success or failure. This consensuil
validation . . ; incorporates the recognition that family
adaptation th”h”anr autistic child can have many differ-
./ ent forms. What a- -given family decides they can- and
want to-do for optimum adaptation in - collaboration
with-their professional-consultant may-be-closer to the

truth: than any external criteria: [Schopler i9785, . e
4201 7 g

about the value of- TEACCH In ,19,72 the ,Amer;ean Psychlat :
A's'soéi,aitjoii,géiié Schopler and- Reichler -its Gold Achievement
AWérd fdi‘ tii‘bﬂiiétiiré réééarCH bii déiiélbtiﬁiéﬁtél diébrdéré of
tlori " TEACCH has been the model for many other treatment
programs here and abroad. - ~

- There's every indication that TEACCH w1ll contmue 1ts prac—
tice of flexibly adapting to the g '1ldren and famllxes 1t serves

and cauticusly adopting new tec
come along If fhere 1s one mﬂex1b1e doctrme at TEACCH, lt iié '

and thexr needs must be found out and met in the best way"

possible. - - )
Parents repeatedly hﬁrm th;ét thié‘ d,of(;t,riné;is p’récti'c'e'd éé

well as preached Tomriiy h'a'd been ét TEACCH for 6 W'e'eks

been in.

There, we spent -a lot of timme gettmg Tom J to 51t in

SR his: chaxr or stop hxttmg Here at TF CCH we come

:') . CARA
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know that one method may be harder, ariother easier - .
for Tommy. ’ .

~

Like many other parents, Tommy’s mother thinks that one of

the- most important things she and her. husband learned at

TEACCH was to accept their son’s limitations; Tommy's autis- .

tic characteristics have begun_to_subside, but he remains seri-
ously retarded. His mother said she will be happy if the autistic
symptoms completely disappear; and he grows up to be “a nice
retarded person, able to live comfortably with others.”

.- Perhaps the last word on TEACCH shoiild go ‘0 the parents,
Here is what one of the first mothers to participate had to say
after she had been away frBm.the program for a few years:

" Certainly, they brought out the best in me. Most par-

ents who come to TEACCH don’t have any idea that
they have talents and that they can teach and train
their own child. None of us,-when we get ii}arrie,d;

think -of ourselves as needing to have a unique o
special quality in.childrearing. They

ial ey helped me learn
to set things in motion and teach George some-skills,
how to help himself, to help him toward using his -

potential. I had -always felt that inside George-there .
were some abilities that we were not able to tap with - -
an 1Q test. ‘He does some problem solvirig that is-at &%
higher level than his overall functioning. When I'd say .
this in the yearly re-evaluation- sessions, no one evers
told me-1 was wrang or humored me. But they did helﬂ

me keep .George’s future in perspective. It tock me a?
long time to accept-that there was no way George w
ever going to be able to read. No way was he gping fF-
be able to understand-math or social“studies or hi oM.
~They helped me to refocus my-thinking—that it w

§

be better for him to learn functional skills, to go affer
those things that would help him get along in a shel-
tered life, a sheltered job, -perhaps living in a groip
home. They never promised:miracles. They havebeen

very careful. They learn from parents, then they.take : °

what they have learned and give it back to other par-
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